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clients residing :L!"1 t:.ht·:·:~ 
The tools and procedures developed for this 
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: ... !....' prototype for the 
of persons with neuromuscular disorders in other provinces 
identify the human service program planning priorities for 
neuromuscular disorders. 
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identifying the most important needs of this population. 
Three separate assessment tools were developed. 
survey in the form of a mailed questionnaire was developed 
t:.Ci £·;::1:1. c::l t. about the self-perceived 
survey data were collected from 
The Muscular Dystrophy Association of 
residing in Manitoba and Saskatchewan. An agency survey was 
developed to elicit information from agency representatives 
these provinces about their , ...... 1.: I,. .. } i 
clients with neuromuscular data were collected 
through personal interviews with 33 key informants. 
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iii 
information about a health-care professional's perceptions 
of the needs of the clients; a sample of 33 clients was 
randomly selected for a physical and functional 
The findings of this study are based on a 
comparison of the needs identified by all three sources. 
The findings indicated that the perspectives of need 
identified by each of the three respondent groups exhibit 
definite congruence, although the priority of 
identified is different. The results of the client survey 
assessments showed 
It. :i. ;;:; ~::~ i I ["'! n i:::: c::. -j-. i:::' d 
·········::.:·.::1········ .......... . t.hF::·} 
weighting of the needs identified by each of the respondent 
groups is based upon the identification of felt needs, or 
symptomatic needs, by the clients and the identification of 
real needs by health-care professionals. 
The results of the study led to three major conclusions 
that suggest changes to the current service delivery system 
In Manitoba and Saskatchewan. 
experience of undertaking this needs assessment project 
suggestions for revisions to the content of 
developed and the procedure employed in administering each 
tool are offered, should a similar or larger assessment of 
the needs of a population of persons with neuromuscular 
disorders be undertaken in the future. 
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CHAPTEH 1 
A newborn infant becomes the world's youngest heart 
transplant recipient. A young man, paralyzed below the 
waist pushes his wheelchair around the world. ThE! caSf2 o·f a 
woman known to be carrying a severely deformed child is 
presented to a hospital therapeutic abortion committee. 
These true scenarios are testimony to the rapid and 
technol Cl(]i cal and social changes that 
characterlze the times in which we live. They are changes 
that have had a dramatic impact Cln the way we define the 
to?nn, "heal th" " 
when infectiClus diseases were the 
predClminant cause of illness and death, health was defined 
in terms of the absence of disease. Today, health has come 
to mean more than simply not being ill. It is seen as a 
state of complete physical, mental, and social well-being. 
Viewed frClm this perspective, health ceases to be measurable 
strictly in terms of illness and death" The implicatiCln is 
that gOCld health is a part of everyday life~ that it is a 
quality of life. 
Shifting family structures, an aging population, and 
2. 
medical progress that has increased life expectancy are all 
exacerbating certain health problems and creating pressure 
for new kinds of social support. Increasing awareness In 
our society of human and legal rights is adding public 
pY··f.?ssure f 01'"· ~:;f:?I"·vi ce~:5 appl'-opt- i <::l.tE~ to pe!'··cei v€-?d II nef:-?d " " ·:::l~S 
well as raising expectations regarding quality of life. The 
question at issue has become how to provide an equivalent 
level of service for all deserving groups of clients. 
Determination of needs is fundamental to the effective 
and efficient delivery of human services. Programs should 
be developed in response to needs that exist for services. 
There is, however, considerable controversy about how needs 
should be assessed. Al t.j·lt"JL\gh ti"le mO~5t. val i d 
indicators are obtained through the direct assessment of 
individuals, the costs of this approach are prohibitive for 
any service agency with a large caseload. I f f:~!...lch methods 
were feasible, the question to be addressed would be whether 
the needs of a population are even equal to the sum total of 
the needs of the individuals within it. Regardless of the 
process used to assess needs, the outcome for agencies 
planning health-care programs and services must reflect 
-I:.1···lei Y- mandate the f1efi:)d~; of t.hei !' .. 
cons;t. :i. tUE-?ncy. 
Health-care professionals recognize that det.erminat.ion 
of t.he needs of an individual, physically disabled client 
:i. flvDl V€-?S c<::lreful and thorough assessment Df the medical, 
3. 
functional, social and emotional needs of the person and his 
Coordination of services received In the 
hospital and In the community IS essential 
considerable planning and understanding of the individual's 
needs and of the services available. 
Determination of the health-care needs of ~ population 
of physically disabled clients should, 
involve thorough assessment of medical, social and emotional 
are the terms commonly used to describe the process of 
assessing the total needs of a large numcer of clients. 
Community health planning stresses the importance 
evaluating societal values, government programs for the sick 
and the disabled, and geographic location. 
understood that the needs assessment process should be 
undertaken prior to the implementation of programs and 
servIces and prior to the placement of staff 
ensure that programs meet the actual, rather than the 
assumed, needs of the clients and to ensure that the staff 
hired have the qualifications and the skills to address 
In reality, however. assessment of service needs is a 
neglected and misunderstood aspect of human service program 
where programs emerge from within a 
pel it. :1. c.:::,1 confrontation between special 
general interest greups, social service ideolegies, 
4. 
for service, and competition for access to finite resources. 
Minimal, if any, systematic 
The result is that programs have been 
developed at community, provincial, and national levels that 
lack coordination, and that compete for 
limited resources. 
In general terms this study will attempt to develop a 
Systematic and scientific techniques will 
designed to identify the extent and the degree of need for 
specific services, within the context of large population, 
individual assessment. The goal will be .j .. . "'~ ' ..• ~.J 
begin progress towards a framework that will 
identification of community needs and the matching of these 
needs with appropriate services to the benefit of all the 
stakeholders in this process those in need of, those who 
pay for, and ~nose who deliver these services. 
The Muscular Dystrophy Association of Canada, 
physically disabled children and adults with neuromuscular 
expressed interest in the development 
application of needs assessment methodology in the planning 
of human service programs for their clientele. 
professionals within this organization to identify the needs 
of clients with neuromuscular disorders and to plan, to 
5. 
advocate, and to implement, along with other government and 
voluntary sector personnel, commun :i. t y·····b,:~.~:s(?d 
health-care and social services and programs for this 
popul cit :i. Dn. Several factDrs cDntributed tD the interest and 
commitment of The Association to become involved in a needs 
assessment research project~ 
1. The mDst recent registered client statistics of The 
Muscular Dystrophy Association Df Canada indicate that 
clients with neuromusuclar disorders are living longer 
and are choosing to live in the community with their 
families, in group settings, or independently, as 
opposed to living in institutions. 
towards prDlongation Df life and deinstitutionalization 
of persons with severe, chronic disability have raised 
numerous issues that demand formal assessment in order 
to determine if and hDw services should be provided to 
address the changing needs of this client group. 
2. Limited funds are available for what appears to be an 
infinite number of needs. 
clients with neuromuscular disorders reported to 
Association personnel by clients and their caregivers 
encompasses all aspects of clients' lives. Client 
services health-care professionals attempt to assess 
and address these needs on an individual basis, but 
6. 
lack the knowledge and skills to consider the needs of 
the whole population for coordinated, cost effective 
••••••• • ~l 
.:::1.[ !!".i 
~. The differences in provincially funded, government 
delivered human service programs throughout Canada have 
led The Association to develop its own cLIent serVIces 
programs and hire its own health-care staff that 
address the most apparent un met client needs or the 
gaps In government funded services. 
health-care staff have been placed in Manitoba and 
Saskatchewan where government funded universal medical 
equipment programs are mucn more generous in comparison 
to programs in other provinces throughout Canada. 
Increasingly, however, clients, caregivers, and health 
professionals in these provinces have requested 
assistance with unmet physical, emotional, social and 
even equipment needs. 
The present study IS part of 
undertaken on behalf of rophy Association 
The specific objectives ot the research reported 
on here are twofold: 
1. to develop valid measures for assessing the needs of 
persons with neuromuscular disorders; and 
7. 
2. to utilize the needs assessment measures developed in 
order to assess the needs of a population of clients 
with neuromuscular disorders residing in the provinces 
of Manitoba and Saskatchewan. 
CI'-!APTEI::t: I I 
The focus of this study is on the development of a 
needs assessment procedure approprla~e to the task of 
determining the health-care needs of a population of persons 
with physical disabilities. This chapter will begin with an 
historical examination of the contributions of educational 
and health-care doctrine to the development of the concept 
definition relating the two 
disciplines will be suggested as a framework for this study. 
be analyzed from the dual 
perspectives of how needs should be defined and who should 
A model of health-care needs will be presented 
that incorporates both perspectives; this in turn will 
serve to introduce an examination of t.he \ial U.I!=~ 
self-estimates of need and a discussion on the needs of 
:l r"i d :i. \1 :i. d u. a.I ~::; .:":"..'f. r"! d 
general needs assessment literature will conclude with a 
study of the measurement of needs indicators and the 
inference o? need based on available indicators. 
based on both the general review and a specific review of 
1, •• 1: ! 
9. 
disorders four specific objectives for this research project 
V-"i i ]. :t -:;::.1 !C!f'!i7.'.\·::::.'j- (::.id .. •••••••• '::1 '::.: ...... ~ ••••••••.•••• 
. ... ~ .. ..... ,,[ ... . 
! ! I:::.' 1;.:': LJ ':::::. 
introduced by John early in the twentieth century • 
Dewey and his followers developed the concept .... {' :"..!'r 
The concept of need has received 
considerable emphasis 
(Atwood & Ellis, and many definitions from other 
fields have been incorporated into the development 
Knowles has defined educational 
i nei i v:i. d i...l.<::i.l l .......• :.. l...} r 
wants himself to be and what he is; the distance between an 
The doctrine of needs in the health and human service 
fields grew out of observations in the mid-1960's that 
public programs should be guided by information about the 
residents (Bell, Nguyen, Warheit & Buhl, 
Development of a concept of health-care needs was, 
retarded by the lack of a common, unamblguous understanding 
of what constitutes and who should define disablement, 
impairment, and handicap_ The difficulty in addressing this 
10. 
Issue has been a major reason for the lack of 
about the needs of the disabled in our society. 
medical model, portrayed in Figure 1, has been the framework 
-----+) P <T;\ t. h C) 1 oq ';/ 
Concept of disease according to the medical model 
upon which health-care planninq and service delivery have 
1 ... _ ••••.•••••••• 1 
tJ .:::'. !::~ ~·::}:"'1 t~ 
fails to examine the consequences of 
"' -! •• 
.t : ... 
Health Organization has only recently bequn to address this 
Classification of Impairments, Disabilities, and 
the World Health Orqanization's 
classification system to date provides only a conceptual 
resource, not operational tools as far as needs assessments 
or population surveys are concerned (Colvez & Robine, 1986). 
---~) :1. m!:) Eo. :i. 1''' ,TiE'r', t ---->~ c! :i. ~::: .. ;:~.!::) :i. :1. :i. t.·/ ---~) :"1 a.''''! d :i. C ilp 
. I~ ________________________ ~t 
< i 1"'1 t: r" :i. n ~::}:i. c:: 
f::~:i. t. l..J. Et -1::. :i. Cj r'j ) 
Consequences of disease model 
11. 
The medical model evaluates health-care needs only on 
the basis of clinical which is an objective 
measure of the manifestation of illness or pathology. 
Handicap, which is a result of perceived disability, a 
subjective measure, and clinical disability, the objective 
measure, are not incorporated into any determination of 
needs made according to the medical model (Greenwood, 1985). 
In order to begin an examination of health-care needs 
operational definitions of the concepts related to these 
needs must be established. For the purpose of this study 
the term handicap will refer to the physical, 
individuals as a result of impairments and disabilities. 
Because education has been defined as the influence of 
learning on the capability of people to respond effectively 
to the problems and opportunities of 
presented in this paper IS that adjustment to physical 
disability and handicap is an educational 
learning process that occurs outside of the school 
that occurs in the context of the environment In which one 
lives and functions; that can promote resolution of 
physical and functional limitations encountered in life; 
and that is a life-long activity_ This is consistent with 
the concept of educational need which views a need as a 
discrepancy between an existing and a more desirable set r.\.i: : ... 1 ! 
12. 
circumstances (Moore, where circumstances can be 
described in terms of proficiencies (knowledge, skills, and 
or situations and levels of competencies. 
Both adult education and rehabilitation medicine have 
common alms in the development of self-directed, independent 
initiating individuals engaged in continuous re-creation of 
work worlds and 
Circumstances, no~ as reactive individuals, buffeted by the 
pI! handicapped persons t.h(·:·?; 
biopsychosocial realms of life has, indeed, aeen dictated by 
circumstances beyond their control. Learning to adjust 
physical disability is the process whereby the discrepancy 
and desired circumstances can be 
Qg.t ... t!l.:j: .... tt£~.!J .... J.;!J ..... ...!~!.~~.€~.!.t 
In the development needs assessments 
measurements and techniques are used 
needed to define the between desired and actual 
performance, or the discrepancy between an existing set and 
a desired set of circumstances. The most popular concept 
seems to be that needs assessments measure the gap between 
13. 
Simply put, need 
i/ .. !·j +. h en t·:',": ,:::, ~:::. i ! v···j f"i 1""1 
. .. - .,'.. , .... " .... .... ..... " ... ':.:' 
could or should be. 
advocates that a primary job of 
needs assessor 1S to be very clear on what definition of 
need is being used in any given needs assessment project and 
to be able to justify this definition. He views it to be 
of the end user of needs assessment data to be 
the definition of need used to compile the 
estimates of need is well known and that it relates to the 
situation to which it will be applied. 
Definitions of the most commonly used concepts of the 
information about how the particular concept of need relates 
to health-care and program planning issues lS 
into each definition. 
deficient state that initiates a motive on the part of an 
individual similar j'n ,,:':1 \/ b i::·:·:r .... _ .... 
gratification-seeking behaviour 
in this sense denotes an 
condition (Monette, Abraham Maslow's hierarchy of 
needs (physiological 
esteem -- self-actualization) suggests that an 
14. 
individual will be motivated to seek fulfillment of 
order needs only after the basic, lower order needs have 
It would, therefore. not be 
realistic to attempt to interest individuals In addressing 
group goals or community needs, if their own very basic or 
survival needs have not been met. Another problem with 
using the construct of basic human needs to make decisions 
about program planning IS that these needs vary from person 
to person and from society to society, depending on the 
values considered important within a particular culture or 
emphasis on the fact that the deficiency 
actually exists, as opposed to one that is only thought to 
that an omniscient observer would identify. 
difficulty in objectively identifying their 
because they nave a tendency to assume that what they 
what an omniscient observer would also perceive. 
need mayor may not be recognized as such by the person 
This IS ~ne most 
15. 
needs are what people recognize as the elements necessary to 
improve their situations 
they are interests or conscious 
desires (Atwood & Ellis, 1971). Wants or felt needs alone 
are inadequate measures of need in that they are limited by 
the perceptions of individuals, their awareness of 
available, theIr own self-awareness, and their willingness 
to depend on services (Monette, 1977). Felt needs can also 
be inflated by those who request a service without 
In addition, a felt need mayor 
expressed, a felt need can be taken as a measure of 
however, as an example, waiting lists for service, 
which are the result of expressed felt needs, are generally 
the actual needs that exist 
It should be emphasized that felt needs 
may also be real needs, but that often they are not. 
needs may be derived from symptoms alone, rather than 
the true problem (McMahon, 1970). 
'I ..... 
. 1. ::::-
considered to be 
t:.hf:;: 
standard that actually exists. The individual or group that 
falls short of the desirable standard is said to be in need 
16. 
Needs ~ould, therefore, differ depending 
on the standards or criteria set. 
assessors could set different standards. According to this 
definition the existence of a need IS not a simple empirical 
fact, but rather a value judgement based on the criteria set 
by a particular individual, 
therefore, change ~ith time as a result of 
.; I· ... 
• !" i 1. 
Need can also be measured ~"i .... i ....... 
comparing the characteristics of people receiving a service 
~ith others ~ho are not. People ~ho exhibit the same 
characteristics as those already In receipt ot a service are 
considered to be In need. The obvious questions are ~hether 
the original services are meeting needs, ~hether the 
of supply is adequate, and ~hose responsibility it should be 
for making these determinations. "CDmp<3.!r .. :::\t. :i. VE::"" 
itself, IS nDt an adequate measure of real need 
.j. i! 
prescriptive sense, fDur cDnditions are implied: 
1. that an objective must be me~; 
2. that ~hich is needed must be required Dr necessary; 
:::::;: that which IS needed must already be lacking; 
17. 
4. that the objective mus~ be mandatory or desirable 
these conditions any 
need should be evaluated according to the following four 
what objective is served by fulfilling the 
IS the fulfillment of the need necessary for 
achieving the objective?; has the need already been 
and four, to what degree is the objective mandatory 
is a deficient state that initiates a motive on the part of 
is similar to the concept CJ+ 
described for basic needs, referring to a state of 
nr~tifir~tinn-~ppkinn :':.'. • ••••••• - • ••• •••• .... ••• ••• ••.••• ..- •.•••••.•• •••• • ':.:! 
definition of need Maslow's hierarchy 
needs that must be satisfied in a specific order. 
to this definition, certain needs must be satisfied 
... ·· ... C 
'\. .. l! 
others 2~= even felt or recognized by the individual (Atwood 
needs are closely 
They are used to describe needs 
that are considered real, but which are only manifestations 
Symptomatic needs may be real needs at one 
18. 
level and, at the same tlme, a symptom of a need at another 
For example, if one has a 
hard day at the office, the need for a stiff drink may be 
it may be that the need for a drink is 
symptomatic of the more serious condition of alcoholism and 
the needs that result from this problem. 
The definitions of need reviewed have eclectic origins, 
having derived meaning from research in such fields as 
psychology, sociology, These definitions 
have also provided the framework for the classification of 
health-care needs by Chambers, Woodward, 
Many of the concepts of need already reviewed 
have been incorporated ln this classification. 
:i. n i/ . .J PI i\t or (] j.... !! E:\ >~ p (.:::, c t f2 ci i, ~::; t:-:.! 1'-' \/]. c: f::'t :::. t. i'"! .£::1, t .:'::1. i···· FE! P :::::.'1· ... (: t:'1 i \.llY::'= C! !:::. ': .. / t:. j"l E~ 
public as expectations or rights 
2. DEMAND or the type and amount of health services 
requested or desired by the public once they know tne 
costs and prices involved 
::::; u l\! l:::: E: I:) CJ !.... ; I c! l.t (;,:J l"', t:. t.: C) b E'~ Ie::; f:":: V" \/ i c:: F.::'I ~::; t. !'''i E1. t.: ~::. h C) !.oJ, 1 cf b F.~: P !" .. Cj \/:i c~ (.::'~l c! 
to the public on the basis of the perceptions of experts 
;::1 r"';--! :t:'~ 'j '1 \/ 
,'0< ••••• - ........ ' •••• ' l u. -1::. :i. 1 :i. :~.:~ ~.:.:.: c:! 
:.:5 ~: E~ t..l F> r> L .. \/ C) !.... !! (:.~i E:'= t: ...... . E~. t: ...... ':E~ b J EO:: ;! l"'! f:! .::':\]' t. h .:~:. E~ 1···· \l :i C: E:I ;: f:: :i. t.: h E= j .. .. 
quantitatively or qualitatively 
Health-care needs according to Chambers, 
i,AJ C) C) c:! t··\.! E:\ ! .... c:I E:!. r) d )) C) k 
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Information from anyone of these categories can, 
according to Chambers and his colleagues, 
r .... , ... 
>or t....if 
the health-care system is 
The health-care system would be in a state o~ 
WANT - NEED - DEMAND - USE - SUPPLY AND QUANITY - QUALITY. 
The implication of Chambers et ala s equation IS that 
In a perfect system the self-perceived needs of 
their felt needs or wants, 
This relationship implies that clients' self-estimates of 
need should be a valuable source of information 
assessor of needs. 
1930's the first survey research to 
examine health-care utilization was undertaken. 
led to an awareness of the unequal use of health services by 
and economic groups 
Because it was apparent that certain 
elf V" j:::1 1'" \;'::; -i \/'i r"1;'"1 . ............. " ..... ":.:' 
benefits available, research was precipitated 
~'-. ,.c 
: ... .' ! 
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health-care needs could be developed (Greenley, 1980), In 
spl~e of ongoing attempts to devise indices that rely on 
expert judgements of need for medical care, there has been 
, , 
V·JrlE:tT. 1':::; 
needed care and what is not. Differences in societal 
cultural values further complicate this determination. 
Researchers have hesitated to incorporate clients' 
self-estimates of health-care needs into their work because 
of the lack of information available about the cognitive and 
motivational factors underlying individuals' 
questions about their overall health and health-care needs. 
What has been overlooked is that the typical respondent, who 
has only a superficial knowledge of anatomy, physiology, and 
have available to him valuable 
comparisons of past and present health, information about 
future expectations, knowledge of family history of illness, 
The reluctance to incorporate this information 
into assessments of health-care needs stems from its 
apparent subjectivity. 
The subjective expressed or felt needs of clients can, 
however, offer the assessor of needs two valuable sources of 
one, as indicators of real needs; 
Therefore. althouqh clients' perceptions of their own needs 
may in fact represent only symptoms of real needs, 
21. 
these symptoms must be relieved before the real needs can be 
Because health-care needs assessment is concerned with 
instituting remedies to reduce or alleviate needs, it is 
particularly relevant that research findings have shown that 
I • ," I • 
percep~lon o~ nls 
related behaviour than 
health as assessed by meOlcal professionals (Taylor, 
It seems, therefore, that client input offers an 
perspective on the extent of the needs in question. 
realization, however, raises the issue of whether the needs 
of individuals should be incorporated into a population 
needs assessment. 
It) . .?!. ............. i:~!J~.f!..!;J.i!.? ........... S.~.:f. ............ :~;..!J .. ~~ ............. J;J:::t~:.;L;\· ... ::·C.i: ... g .. !":.\.~J.~ ............. y.f.:f.t.~ .. ~!!.\.I~}::~~ ............. I.!::!..f!.. ............ t:!.~.~~.r!.§L ......... .f.:l.:f ..... .,. ..... :t.!J.J~. 
G..f.:.l.!'y:!X!J.~:,:n.t .. :t.;.y. 
Most authors on the subject of needs assessment 
that the determination of needs is an important step 
program planning. Programs should reflect ~ne needs of 
the individuals in a community. There 1S considerable 
controversy, however, In the needs assessment 
about whether the concept of need should be applied to 
individuals or to groups. Brackhaus (1984) advocates that 
it should be applied only .! ....•. t.!..) 
In this regard she is correct. It.: :1. ':::~ C) b \/:i. C) !...i. ~:::. 
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that communities or systems do not have needs in the sense 
of interests, wants, or felt needs. The individuals within 
the system may have these needs, and some of their needs may 
have impact on the overall performance and requirements of 
the t:;;ystf::m .. on the other hand advocates 
that it is only through combining needs assessments of 
individuals that a program for an organization or community 
can be developed. He suggests that the question for most 
needs assessors is not whether individual 
intervention program, rather whether there are enough people 
in a 
implementation of programs and services. !'-!ow(ever , 
th.? 
thf-* 
consensus in the needs assessment literature is that the 
needs of a system are not equivalent to the sum total of the 
needs of the individuals within it (McMahon, 1970; !"icmette, 
:1.977; Pennington, 1980b). 
Examination of the end-product of a needs .assessment 
adds another perspective to the problem of individual, as 
compared to community, needs assessment. What happens once 
needs have been identified? Assessment of the needs of the 
"lAJhol e" person is a popuJ. ar' concept in the f i e1 d o'f 
he.'al th""'c:.'ar'eli in other words, i:\SSes!!:;ment of one's "total" 
n~'?ecls • Ht'Ji>"lt'-?ver, this CClrlcept Clflce 
identified, the total needs of clients are broken down again 
and each part allocated to a variety of specialists who have 
the ":;;kill~:'~!1 resources, and facilities to deal with each 
23. 
different part of once dealt with the f"l /:J, f" .j ... ::::" f" .•.••..•••.. 
are then put together again in an effort to achieve the 
original objective of meeting the individual's total 
the process of breaking down needs and 
referring these to specialists for remediation eventually 
reaches the point at which the process itself creates its 
Hence, the needs assessment process and the 
question of who should be assessed cannot be separated from 
C:J+ Lt]. t. i fn ~:"~.1::. f.·ZI 
The original objective of this study was to develop a 
cost-effective means of assessing the needs of a large 
population of clients in order to develop effective programs 
and services to meet their needs. Bearing this in mind, the 
relevant question 1S not whether the needs of 
i~dividual within the system should be addressed, or whether 
the system itself has needs, rather how all these needs can 
be represented 1n order to develop an accurate perspective 
on a problem which is clearly multidimensional. 
Because individuals interact within the systems in 
which they live and work, they have needs related to 
highlights the importance of collecting needs assessment 
data from people from various role perspectives in a group, 
24. 
organization, or community. 
It has already been shown that information about needs 
is both subjective and objective. Needs assessors will 
value different sources of information and will weigh .: .i •• . f. i.~ 
according to their own values when making decisions about 
It. ;i stands to reason that 
combination of data sources will provide a more reasonable 
basis for making such decisions than will a single source. 
The following example illustrates this point: 
You might, by way of example, ask me to rate my ability as a 
lover, and if I were honest I would tell you what I think. 
If I were not honest, I might tell you what I think you want 
to know or what I would want you to know. 
would get my perspective on my ability. You might, in order 
to balance things out, ask my wife about the very topic. If 
you were even more daring, you might ask friends, 
or people that you presume know me only slightly. 
expec~ ~o get the same ratings from every case? What 1S 
likely is that, dependent on whom you asked (not to mention 
what you asked), you would hear different information. 
Which information would be more correct? That is a question 
that cannot be answered, because each measurement represents 
a unique perspective. If I think I am a magnificient lover 
and my wife thinks I am not, which assessment do you as a 
needs assessor accept? It is things like that they do not 
teach in graduate school! There are only two ways out of 
t:. h :i . . :.~~ ct i ]. ern in a. 1; 
p 1"'1 t ]. c! ~:::. C) p h :l -1:.: h ~:£\ -1::. 
self-assessment, is best. call that the 'don"t ask 
my wife' syndrome. The other way is to look for methods .1 ...... Lt..! 
obtain varying perspectives of the situation (the who shall 
we ask next syndrome), as well as some method to combine 
information that may at first glance 
(Scissons, 1985, pp. 106-7) 
Not every variable related to a problem or situation 
can, however, be studied in detail. 
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informants will enhance the likelihood of identifying the 
most important components of a problem. The use of various 
methods will also help to counteract the unknown reliability 
and validity of many 'data collection techniques. The 
literature indicates that needs assessors do use multiple 
methods to collect data, but that the most commonly used 
data collection techniques are survey questionnaires and 
interview guides (Moore, 1980). 
The shift towards a consumer focus in health-care has 
raised concerns about the use of surveys as data collection 
The concern is that the orientation of the questions 
the providers of services, rather than the consumers. 
studies have used structured questionnaires or interview 
schedules which have been based on the expectations of 
non-disabled people about disabled people and have reflected 
the structure and nature of services that are already 
available (Warren, 1985). 
The validity and reliability of data from structured 
surveys rest upon the fact that responses to precisely 
worded questions administered according to precise rules can 
be l"ep 1 :1. c<::lt.f2d. Results can be reduced to numbers and 
subjected to cross-tabulation and statistical tests. The 
problem, as far a needs assessments are concerned, does not 
rest with the data-processing, but rather with the nature of 
The collection of survey data is based on the 
26. 
assumption that the same question asked of persons who 
differ in many ways will produce answers which, for each 
person, are equally revealing of their beliefs, 
<:~nd bE~h<::l.vi C)U.i'- (Ill :;1 E~y, 1980)" While this may hold true for 
social facts such as age, sex, residence and occupation, it 
does not apply to value-laden topics dealing with needs. 
Collecting data using open-ended techniques 
more individualized but re~5ul t.s :i.n th~? 
methodol O!J i cal of 
differences and pat.t.erns in the data. In spite of the 
problems inherent in survey and interview techniques, we 
most fields the lack of good dat.a means the past lack of 
Most. needs assessment.s are oriented to finding needs" 
The false assumption is that needs really exist" :L n 
fact, do not exist; they are inferred on t.he basis of data 
they are not empirically determinable 
facts, rather they are complex value judgement.s 
The funct.ion of needs assessment.s is often confused 
wit.h the funct.ions of research and evaluation. E.":":1.ch elf 
these tasks attempts to answer different quest.ions, alt.hough 
they may utilize many O ·~: 
- . infol"·mation 
27. 
Research questions inquire, 
Pennington (1980a) suggests that the reSU1~S from a 
needs assessment will provide two sets of data: 
1. baseline data for making summative evaluation judgements 
2. planning data for pr ecting alternative mechanisms to 
reduce the gap between current and desired 
procedures does not automatically make apparent "what should 
If a variety of data collection techniques 
have been used in gathering process, 
. .. . 
assessor IS faced 
different measures of need. Where ranking scales have been 
to produce a relative measure of need, 
question is whether even the highest rated need warrants 
Since no benchmarks exist 
need can be compared, researchers usually 
target intervention programs on the highest rated need 
importance of that need (Scissons, 1985). Iwo difficulties 
one, little information exists that delineates 
28. 
actual techniques for analyzing needs information and for 
assessing or prioritizing specific needs (Barbulesco, 1980); 
and two, needs assessors are likely unable or uncomfortable 
with having to make decisions about the importance of ~ 
involves complex \/ i-.":'!.l LJ. E·;; 
judgements that involve ethical, policical, aesthetic, and 
In order to overcome these limitations an effective 
needs assessment should specify a method of assigning 
priorities and determining the importance of 
It seems reasonable that development of the good 
produce the good h\/ .. ~ ,,' 
IIIsley is an important first step. 
that the process should involve identification of the felt 
needs of a constituency, followed by discussion between the 
clients and the assessor until a concensus is achieved and 
any contradictions are eliminated. Consideration of past 
needs assessments undertaken in similar settings or with 
similar populations will assist by providing 
which categorization 
identified needs can be ., ,., . . ~ ;::) 
important to recognize that needs will be sifted through the 
of the sponsoring agency 
The goals and philosophy of the agency funding .i .. !. ...•.. Li il:::: 
study will influence the kinds of needs assessments done, 
the way the needs are analyzed and ranked, 
29. 
on which needs the development of 
intervention programs are based. 
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Neuromuscular disease is a group of 
disorders (Appendix that are marked by wasting 
progressive weakness of the voluntary muscles that control 
Neuromuscular disorders affect children or 
adults of either sex. Most forms are passed from genera~lon 
but they can also occur as a result of 
spontaneous mutation In !;·J:i. t:.h i···f·j -::::.. 'j" f"if" \/ . ................ ,," 
The pathology of the majority of the neuromuscular 
disorders originates in the muscle, such as in the muscular 
These disorders present with a wide variation 
in incidence, severity, hereditary pattern, 
initial muscle attacked, and rate of progression. 
common and severe form of muscular dystrophy is the Duchenne 
I "t':. is a hereditary, sex-linked recessive disorder 
that is transmitted by the mother, almost exclusively to 
Duchenne Muscular Dystrophy 
cases appear to be the result of spontaneous mutations of 
the gene either in the patient or his mother 
Radford & Neumann, 1984). Duchenne Muscular Dystrophy is a 
rapidly progressive disorder with no remissions t.h.:'::!.t:. 
eventually affects all life expectancy 1S 
30. 
1 i rn :i. t:. E·:·~ d 
Association of Canada, with death resulting from 
respiratory infection or cardiac failure (Madorsky et al., 
neuromuscular disorders 
pathology or defect is located in the nervous system, 
resulting in a muscular atrophy. 
Muscular Atrophy designates a group of disorders of varying 
severity, diagnosed in infancy, childhood, 
Amyotrophic Lateral Sclerosis is a severe muscular atrophy 
Other related neuromuscular disorders include disorders 
of the neuromuscular junction, inflammatory myopathies, 
diseases of the peripheral t.e) 
endocrine abnormalities and less common myopathies. For 
the forty neuromuscular disorders there are no 
medical treatments available (Muscular Dystrophy Association 
Many of the neuromuscular disorders, because t.hf:~:i.I'" 
chronic and degenerative nature, cause great suffering .. _ .~ • •• .1 ~::!.l ! t.l 
disability, as well as interferring with school, employment, 
and family relations. Beyond the costs to the individuals 
and their families there is a considerable cost to society 
and its health-care system. 
Most studies of the needs of persons with neuromuscular 
disorders have focused on Duchenne Muscular Dystrophy. The 
31. 
physical aspects of this disorder have received continuous 
attention since its identification in 1868 (Madorsky et al., 
Recently studies have explored the psychological and 
emotional aspects of concentrating on the 
intellectual impairment that presents in Duchenne Muscular 
Dystrophy, the high levels of chronic emotional 
experienced by the families of Duchenne Muscular 
and the availability of 
life expectancy information (Madorsky, 1984). 
papers specifically assessing the needs of clients with 
neuromuscular disorders were found. 
The research undertaken in this study addresses timely 
issues that correspond to general trends in the health-care 
trends that have begun to examine three issues 
directly related to this study: 
1. development of subjective health indicators, I.e., 
indicators of perceived health status (which even if 
not valid and comparable may have intrinsic value as 
indicators of community problems and needs); 
indicators of disability/incapacity (e.g., Sickness 
Impact Profile, the Activities of Daily Living Measure, 
and the Functional Limitation Profile); and 
32. 
3. a shift away from the obsession with indicators towards 
t.he "chal~acteri st i cs II approe..ch, orgard ~~ i nq thf? 
(Hansluwka, 1985). 
Having examined the literature related to this topic, 
the object.ives in conductinq an assessment of the needs O ·f, J. 
clients with neuromuscular disorders in Manitoba i:3.nd 
Saskatchewan can be more specifically delineated as follows: 
1. to develop a measurement tool and procedure that can 
serve as a prototype for the needs assessment. of clients 
with neuromuscular disorders in other provinces or regions; 
2. to elicit information on the nature and magnitude of 
human service needs from cLients themselves~ 
3. to compare information received from client.s and their 
families to data elicited when health-care professionals and 
human service agency representatives are asked to assess 
client needs; and 
"I· • to determine priorities for program planning, !:;f.?r··vi C:€~ 
development and advocacy by The I"juscul ",\r' 
Association of Canada on behalf of its clients residing in 
the provinces of Manitoba and Saskatchewan. 
C,!::!6.F.:I.t,;g ........ LI...L 
p..§!._~ .. :.Ln.n ....... 9.:f. ...... :t.!J.J~ ...... 1:.!.:t.~:.,\.9 .. Y.. 
describe the distribution of the needs of a population ......• 1.: : ... ; ! 
disorders residing 
provinces of Manitoba and Saskatchewan. The study was not 
f" ~'''i ;:.) n f'~ i r"i n 
..... . ..... . -::1 ." . . :':.~ 
t:. C) 
distribution of needs within the population at a given point 
Failure to account for the fact tha£ ne~a~ are 
constantly changing could be considered a limitation of ·t··!···.·; I'" I ... ! i .!. :::~ 
it can also be interpreted as the first step in the 
developing the needs assessment f"f! ::',":1 'j- h r"! d f<Oi 'j f"l r't \/ ............................... : .. : .... 
necessary to satisfy the first objective of this project, 
namely, to develop a measurement tOO! and procedure that can 
serve as a prototype for the needs assessment of c:: J :i, E:'} n t:. '::::. 
with neuromusuclar disorders in other provinces or regions. 
Three assessment methods were considered appropriate in 
view of the objectives of this study (see Figure 4). 
:I. :: c::]. :L t.·::~~"l t. 
::::;:1 
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self-administered 
government officials, 
health-care planners, 
health-care professionals, 
\j c::: 1 I . ..!. n t: .:':::. i .... :./ .::~. (.~~l E~~ n c: :/ 
!r' (.:-:.; p r~ E': ':::~ E·! f"1 -1:: . . :':":~ t:. i, \,i E·! ::::. 
health-care professional 
Needs assessment methods selected 
ip.j:i. t.!'·'j k('::~~::l 
t r'! + C) ! .... in Ei nt', '::::. 
registered clients served as the target population for this 
It IS important to note that The MDAC has a 
confidentiality policy which restricts release .·· .... i: : ... ; ! 
This study was possible only because the 
researcher was a paid staff member of The Association who 
undertaking the research, 
T , .. ~ 
.!.: ! 
a proposal for the study was 
presented to, and approved by, the Executive Committee of 
The population of 
available for this portion of the study was derived from the 
Prairies (Manitoba and Saskatchewan) client registration 
";"! ...... . !! li:::,1 registration with 
35. 
MDAC involves confirmation of a diagnosis of a neuromuscular 
disorder by a physician. There is no fee for registration. 
! .... (:.",,'1 n·j .;:; 'f" !r' \/ 
. . ... '.:"l... .... .... l c:I:i.d nc)t:. 
represent the total number of persons who have neuromuscular 
disorders in these two provinces (i.e., not represented were 
people who have a neuromuscular disorder, 
chosen not to register with The MDAC, people who are , ........... j .. iii .... " ... 
aware of The MDAC, and people who are not aware of their 
diagnosis), it would not have been possible to identify the 
true population. A major reason for this IS that in spite 
requirements many diseases are underreported. 
The desire of physicians to avoid social stigma for their 
patients, the pressures of other work, and laxity are among 
the reasons that have 
(Chambers et al., 1983). In addition federal data from the 
Canada Sickness Survey, completed in 1951, 
Health Survey, completed in 1979, are out-of-date. 
problems are encountered with provincial 
federal data, the main distinction being that reports are 
more specific to smaller geographic areas. 
non-profit private health agencies, such as The MDAC, 
i ............ ! .. 
i...il:::.":::i L ~:::. -1::. El. t. :l. ':::; t:. :i. c: ':~; 
special disease registries. 
Having determined that The MDAC registries in the two 
provinces represented a suitable study group for the mailed 
survey, considerable effort was expended to generate an 
36. 
accurate mailing ]. :i. ':::;-1::.:: Because no con~ac~ had been made 
with many of the registrants over many years, 
list would have been 
telephone or mail follow-up was prohibitive from 
perspective of the expenditure of dollars, .......... i .:::=.1 i!...~ 
necessary to carry out such an endeavour. 
was that the study would also serve to update The MDAC 
registry of clients in Manitoba and Saskatchewan and that 
the response rate of the study could be adjusted to reflect 
returned by the postmaster or the family marked, 
surveys returned 
insured by attaching a label for the postmaster, 
The population on the finalized mailing 
client survey consisted ....... ;:: ~ ... : : 
and 
97 MDAC registered 
Examination of the entire sample of the known 
population was attempted. 
who were individuals knowledgeable about 
persons with neuromuscular disorders and/or 
t:.hf::: 
professionals, representatives of government agencies, 
37. 
representatives of voluntary agencies) 1::.h~·:·? 
sample for the agency survey. Senior representatives with 
corresponding role 
positions in corresponding programs were approached in each 
The scope of the agencies included in the 
is outlined in Figure 5. 
Special Education Programs 
Vocational Rehabilitation Programs 
Universal Medical Equipment Programs 
Neuromuscular Disease Clinics 
·::::.i i j .... \.!i:·:':\/ 
.... ..... . .... .: 
Regional Rehabilitation Centres for Children 
Regional Rehabilitation Centres for Adults 
General Hospital In- and Out-patient Programs 
Home Care Programs 
Community Therapy Programs 
Societies for the Disabled 
Independent Living Centres 
Self-help/Advocacy Organizations of the 
Agencies represented in the survey 
Manitoba and 17 clients ln Saskatchewan were selected as the 
assessments by a health-care 
The health-care professional 
in rehabilitation 
assessments and who was the author of this report. 
were made to select clients representative of the disorders 
and the ages within the total population. I 'i::, if',) ,:::1, ~::, '. 
t.ei .j":I" · ... \l .. · ... ·j I .•. i ':::', V"':::.i. 
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provinces in order to generate a sample representative of 
the different regions within each province. 
the regional pediatric clinics in each province cooperated 
with the researcher, permitting assessments to take place 
durIng regularly scheduled clinic sessions. 
clients travel to regional clinics from northern and 
areas in each province, it was felt that assessment of these 
clients would provide an indication of the needs of 
The clinic coordinators in each province 
arranged appointments with the clients, 
researcher approximately one week in advance of the clinic 
date who would be attending. Unfortunately, this process 
was not possible for the adult population. 
clients required for 
randomly selected from a condensed mailing 
The primary aim In the development of instruments tor 
this study was to incorporate the perspectives of 
professionals and clients about the needs of persons with 
neuromuscular disorders. The specific rationale for '1::.hF2 
the three instruments will .. - .... U~.:-: 
described separately. terms each tool 
developed to examine the following broad areas: 
39. 
diagnosis and other socio-demographic information; 
use made of available services; 
perceived needs for further assistance; 
preferences for settings of services; 
preferences for type of professional/individual to 
functional ability in daily living and self-care tasks; 
access to avocational and leisure pursuits; 
employment potential and options; and 
assistive devices used and needed. 
Input was sought from other authorities in 
Each of the three tools used ln this project 
for two purposes: 
objectives of this study; and two, to generate 
of interest to The MDAC. Where relevant, information about 
the larger MDAC study will be included in this report. 
can be found in Appendix 2. 
counteract potential criticism that the questions asked are 
oriented towards a professional bias about the needs of 
clients the questionnaire was designed to incorporate two 
question formats: one, partially closed-ended questions, 
where answer choices are provided, but respondents have the 
40. 
option of creating their own response (in most cases the 
choices provided are unordered choices, 21.li.:hDugh 
questions offer Drdered choices within this structure); and 
two, Dpen-ended questions, which have no answer choices, 
rather allowing respondents tD create their own answers in 
their own wDrds. Because layout of a questionnaire may 
affect response rate and the accuracy of responses given 
(Woodward & Chambers, a guide to questionnaire 
construction (Woodward & Chambers, :!.9B::::;) 
artist were cDnsulted. A brief explanation of the rationale 
for the develDpment Df the cDntent Df 
survey IS given below. 
each section of the 
Th~:~ ~:~E?ct:i.on, "BEl.ckgr-()und Infclr·matiDn",. ,,~sks cl:i.ent~:; tD 
prDvide diagnostic and socio-demographic information. In 
order to ensure that demDgraphic data generated in this 
section could be compared with data from Statistics Canada, 
should this be desirable for future purposes, attempts were 
made tCl i nCClr·pClI'-.:::\t.e the wClI~d:i. ng sU(;Jgested in the "SrJci 21.1 
CClncepts Directory for Statistical 
Statistics Canada. Due to the genetic nature of mClst of the 
neurClmuscular disorders questions to generate infClrmation 
about other family members who also have these disorders was 
included in the questiDnnaire. This infClrmatiDn would allow 
the cClmparisCln of subpDpulations (i.e., families with only 
Clne affected member versus families with more than one 
41. 
affected member), should this be desired at a future point 
.; .. C 
.;, ! 
.j .. i·~, .,\ ·i·· 
•••• 1 1 ~::'. :. •• 
this was an area warranting further investigation that could 
be undertaken by The MDAC. 
A common complaint heard from clients and parents " r" .i. ::::-
that they have been inadequately educated by professionals 
about their child's or their own condition. 
they have been able to obtain information related to their 
condition and to specify additional information that they 
Also explored here are the 
information clients have already received, 
interest in participating 
group educational sessions to learn more about 
disorders or the services available .i ...... t. :._.1 
Improved prognosis for people with severe disability 
1, n rehabilitation on 
independent living have resulted in a movement away from 
institutionalization to community 
increasingly recognized that .j .. l .. ~ ,'ow, ' ••• t fl.,:::: 
community living can apply to even the most 
severely disabled provided that adequate support care 
skilled medical-nursing backup are available 
Section three of 
.J.: .. ···.u" ! :, .. :! allows clients to 
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report not only on what services they are receiving and what 
services they feel that they require, but also to offer 
their perspectives on the accessibility (in tf.?r-ms 
eligibility, distance, and cost), and quality, of existing 
Thf.~ Pu!~pose of ~5€'~ction ·f:clur·, "Neec:! fo!~ Help wit.h Dc"ilily 
! .... ivin\~ ?-lctivitif..~s", W<B.S to d,:;?vf..~lop a ·fl...lnct.ion;::l.l plr'o'file 0+ 
the population of clients with neuromuscular disorders under 
:..;t:.Ltdyu 
was measured in terms of the need for assistance with some 
activities of daily living. The literature was 
reviewed t.o identify relevant. concept.ual and methodological 
issues involved in measuring funct.ional st.at.us. Th€:, cClnt(;?nt 
of questionnaire items used by other investigators to 
measure abilit.y in the per+Clrmance 0+ activities of daily 
living were reviewed <Kat.z, Downs, Cash & Grotz, 1 cY70;. 
G:il ::;on, DergnE!r ;1 P(::ll12ir-d 
Stewart, Ware, Brook, Davies-Awery, 
Hough & Torrance, 1984; Keit.h, 1984; Granger, 1985) and the 
scoring scale of Hough & Torrance's (1984) Activities of 
Daily Living measure was incorporated into the activities of 
daily living index developed for this section of the 
questionnaire. Clients are asked to rate their level of 
independence on a variety of self-care, dai 1 y 1 i vi rl(;) , 
mobility activities. Clients are then asked to indicate who 
routinely provIdes physical assistance with those activities 
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in which they are dependent and to describe the physical and 
emotional impact that the provision of this assistance has 
on their caregivers. On account of the progressive nature 
of neuromuscular disorders clients are also asked to 
indicate the amount of assistance with daily living 
activities that they believe they will require in the next 
five years. This question was designed to determine whether 
clients had realistic expectations and accurate 
understandings of their conditions. 
Section five of the questionnaire, entitled "Need for 
Specialized Housing", was included solely for the purposes 
of the larger study by The MDAC. MDAC's interest was in 
examining the need for increased accessibility and barrier 
free design in the homes of clients with neuromuscular 
disorders in order to determine priorities for program 
development and funding. 
In section six of the questionnaire, entitled "Need for 
Health-care Equipment", clients are asked to specify whether 
or not they are using or need a wide range of medical 
equipment items. Generation of the list of items was based 
on information about devices provided in other provinces to 
registered clients of The MDAC, as well as items frequently 
requested, but not p~ovided by MDAC as part of its standard 
equipment program. Questions that ask clients to comment on 
the adequacy of government funded universal medical 
equipment provision and maintenance programs are included in 
this section. 
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Studies of the parents of children with DMD have shown 
that 76% of families identified psychological, rather than 
physical, issues as their major problems (Madorsky, 
1. <)B4) • C1:inical1y ,::1.11 neuromuscular disease 
,~ <:~ 
;;;;0 ... :30 many psychosocial difficulties physical eli+ficultie!::;. 
In oreler to eletermine the validity of this observation 
clients are askeel to report on their support systems both 
I.Alith:i.rl and outsid€~! (:)f the ·family in Sf:?ctiDn si:<, "Need -fClY-
E:mDt. i ona1 ~3U.pPCl!'-t. " = They are alsCl asked tCl indicate whether 
they wClulei attend grClup functiClns with other clients ano 
their families fDr social, educatiDnal, Clr· mutual SUppClr"t 
and self-help purpDses. Lastly, clients are asked to rate 
the impDrtance Df a list Clf psychDsocial issues as pressing 
needs for themselves and their families. 
Fin2\lly, in SectiCln VIII, clients were given 
oppClrtunity to comment Cln any other issues of concern to 
The growth of community services and 
programs has had bDth positive and negative effects Dn the 
lives of the severely disabled. Many of these prDgrams 
offer concrete, elirect services; others offer only support. 
More recently, self-help and advocacy groups of the disabled 
have emerged (Hough & Torrance, In spite of this a 
45. 
commonly heard complaint :i. .,,:; t.i···;.'.1t 
coordination among services and some gaps in the level r-.. .c : ... .' ! 
provision to different groups. The agency survey was 
developed to provide a comparison between clients' knowledge 
of the services available to them to meet their needs, as 
reported ln the client survey, 
service providers and administrators about the availability 
and accessibility of This instrument was 
developed to generate information about existing service 
/::1 r'! ~,:::; f'~ r" ··.~l .. 
.... : .. "} ..... ·····.1 ;! 
population served, and the specific problems related to 
neuromuscular disorders) 
determine whether additional serVlces in the two provinces 
to address unmet needs are required. 
·::::.oc:! .. :::\1. and health agency surveys 
Chambers et al., 1983) provided 
that were incorporated 
agency survey developed for this study. 
form can be found in Appendix 4. 
instrument corresponds to the themes of the sections that 
greater depth selected items from the client survey in order 
that a comparison of needs as perceived by clients and needs 
~~ perceived by a health-care professional can be made. The 
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final section of the assessment allows clients and 
famIlIes, as well d~ the professional to describe the most 
the biggest problems, 
the client and his family. 
assessment measures used in this assessment were ad 
neuromuscular disease patients (Vignos & Archibald, 
Vignos & Archibald, Spencer & Archibald, 
The major activities of the first year of the p ect 
were planning and conducting 
and the individual The steps taken 
APPROXIMATE DATE 
,Janual'··Y :::i t.o 9, 
1':;;'87 
cJ arH .. Ui:lX"Y ~::::6 t.el ::~;o 
19B7 
Apl~· :i. 1. l (;J:, :1. 987 
(."-=\Pt"- i 1 :1.9f:37 
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-development of t.he first draft. of the 
client survey and cover letter 
-development. of t.he agency survey 
(~ipp(7.~ndi:{ ::::;) 
-telephone contact with key informants 
t.o arrange appoint.ments for agency 
survey interviews 
-writ.ten follow-up to confirm 
appoint.ments (Appendix 5) 
-pilot testing of the client survey 
and cover letter drafts t.o establish 
content. validity (distributed to a 
total of 43 people, comprised of 12 
MDAC regist.ered clients from Ontario, 
2 health-care professionals in 
Ont.ario, 2 health-care professionals 
in Manit.oba, 2 health-care 
professionals in Saskatchewan, 9 MDAC 
client services staff, 11 MDAC board 
members, 4 research design 
specialists, and 1 lay person) 
(see Appendix 6 for letter with 
instructions to pilot testers) 
-int.erviews with key informant.s in 
r'I,"i:\n i tob2\ 
-int.erviews with key informants in 
Sa~:5katchewian 
-revision of client survey and cover 
letter (Appendix 2), incorporating 
input from pilot test phase 
-coding of master client mailing list 
-printing of survey 
-mailing of client survey packages, 
including survey, cover letter, 
ret.urn envelopes with pre-paid 
postage, and coded address labels 
-development of individual assessment 
form (Appendix 4) 
Stages of the needs assessment. project 
April/May 1987 
May 26, 1987 
May 10 to 14, 
1987 
June 1 to 5, 
1987 
July and August 
1987 
September and 
October 1987 
November and 
December 1987 
Figure 6 continued. 
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-negotiations with pediatric clinics 
to gain permission to carry out 
assessments during clinic sessions 
-letters, outlining the purpose of the 
individual assessments and requesting 
client agreement to participate, 
mailed to clinic coordinators for 
distribution to clients (see Appendix 
7, Manitoba and Appendix 8, 
Saskatchewan) 
-selection of remaining clients for 
individual assessment 
-telephone contact with clients and 
caregivers to arrange appointments 
for individual assessments 
-follow-up letter to non-respondents 
of client survey (Appendix 9) 
-individual assessments performed in 
Saskatchewan 
-individual assessments performed in 
Manitoba 
-coding of data from client survey 
-entry of data into the computer at 
The University of British Columbia's 
computing centre, using the 
Statistical Package for the Social 
Sciences, expanded version (SPSSX) 
program 
-processing data and printing results 
of client survey 
Stages of the needs assessment project 
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It was the purpose of this study to describe the 
a population of 
neuromuscular disorders. Due to the nature of the research 
question a descriptive statistical model was utilized. 
survey, frequencies of responses were 
calculated first. Based on these results, items of interest 
were chosen for further analysis by cross-tabulation. ; !'·'.r·', ! 1 ! r::: 
variable for region (i.e., Manitoba and Saskatchewan) 
cross-tabulation, '::::.Ltc::h t h 2:1.t:. 
cross-tabulation included at least three variables. 
Information from the agency survey was used to produce 
cif .l .. i ..• "._, L! it::.' 
neuromuscular disorders in 
results reported this study are based on the key 
informants' perceptions of clients' most pressing needs. 
These results were summarized In terms of frequencies of 
For the individual assessment, frequencies of responses 
and cross-tabulations were calculated in the same manner as 
the client survey. 
The results of these analyses will be presented in 
chapter four and discussed in chapter five. 
CHAPTER IV 
The results of this study are reported in 
sections .. The first three sections present an overview of 
the data generated from each of the three tools developed 
for the needs assessment - the client survey, the agency 
survey, and the individual assessment. In the last section 
data from this study are used to construct a hierarchy of 
the needs of clients with neuromuscular disorders in 
Manitoba and Saskatchewan. 
Table 1 shows the number of replies received from the 
mailing of the client survey. 
Table 1 
Number of Surveys Mailed and Returned 
ND. DF SUF~VEYS 1"1 Ai\! I TDB('~ SASI<ATCHEiAJ?'iN TDT{·~L.. 
97 1~,26 
!~etur'ned 60 
completed 106 
eNcluded 47 
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'1::.(::) ",.j •••••••••••.••• to! ! 1... .. ':::~ !;::.I 1--- -_ , f •• l }" 
n f:::~':: t:. ·····Cj"f ..... k:i. r'! 
between the number of returned and the number of 
surveys equals the number of excluded surveys. 
in the methodology section, 
response rates were separate calculations suggested to 
reduce the effects of an inaccurate mailing 
Return rate - No. of surveys returned x 100; 
No. of surveys mailed 
No. of survevs completed 
No. of surveys mailed - No. excluded 
}:: :t ()() 
Table 2 presents the return and response rates for the 
Return and Response Rates for Client Survey 
the age ranges of the clients who responded to the client 
Age categories were selected ·1·· r o', I~. ~ •• .' 
significant transition periods in the lifespan of a disabled 
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respondent population (i.e., 5 to 6 years represents the 
orthopedically disabled children to integrated elementary 
18 to 19 years represents the commencement 
of eligibility for provincial disability allowance and the 
cut-off age for pediatric treatment facilities; 
years represents termination of diability allowance payments 
and the commencement of old age pensions); 
also correspond closely to those which nave been used by The 
MDAC in recording statistics about its registered clients. 
() 
Age and Province of Residence of Total 
1:::' 
..... , 
.~q. 
{::i :!. :1. • :1. 
:l.:i.:: .1. 
C"l '.:~. 
l ,~ .... : 
::::; 
:!. ii· 
:t '7':: ::::; 
:L 4 .! ":1' ...... J. > •• );1 .I::' 
.. q. 
100.0 106 100.0 
::::;":l;: () 
:L ()O" 0 
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Table 4 shows the distribution of the respondents by 
sex and province. Table 5 presents the data generated from 
the question that asked clients whether there are other 
members of their family who have a neuromuscular disorder. 
Table 6 presents the distribution of the respondents by 
diagnosis and province of residence. 
T<::\bl *? 4 
Sex and Province of Residence of Total Respondents 
(N:::::1.06) 
SEX !VIAI\! I TClBf~ SASI<ATC~-l!::I.A)AN TDTAL 
:1=1= % *~ % ~* % 
male :~:'6 66. 7 :~:;7 71. . ,-, .,::. 7::~: bEl. 
lB 33n ::~; 15 :28u B ~~~; 31 n 
TOTAL.. ~54 100. 0 t:::" ..... , .... '4 100. l) 106 100. 
T~~bl e 5 
Relatives with Neuromuscular Disorders and Province of 
Residence of Total Respondents 
(N~-:: 1 (6) 
F~EU·") T I VE!:3 ~J,jITH Ivl{~N I TDB{·\ t;ASt<~:~ TCHEWAN TDT('~L.. 
NEUF~DI'1i...J!3CULAR 
DI!30RDERS # ~1. =I=~ % # 
9 
1 
0 
% 
yf.."!:~ L~5 46. ::::: :;;::~i 4[1. 1 ~5() 4"' . I • 
nCJ 29 5~'::;11 7 27 c:· i w .• • l:.f ~5f.j 5::::21 
TDT('~L 54 t (>() u 0 !:52 100.0 106 100. 
:~ 
E3 
0 
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Diagnosis and Province of Residence of Total Respondents 
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Thl:? numbe!"- o'f 
respondents who reported an inability to obtain information 
related to their disorder is outlined in Table 7. 
T iab 1 f:~ 7 
Inability to Obtain Information and Province of Residence of 
Total Respondents (N=106) 
UNABLE TD GET 
I NFCJP!v!(.~1 T I ON 
(,,~Bc)UT 
tl'-eatment. 
wher-e tCl go 
fDr' t.1'"eat.mer1i: 
!Jenet.ic~:; of 
d i SClI~ d et'-
1 
1 
2 
:l 
:j:j: % 
1 2()1I 
P 
" 
'"=!'-:!" 
._1 .... ' " 
1 :~;8u 
7 :31 
" 
TDT~,~L 
:1* "; !e :%, 
iI, 1 <:.1 ~~;t) u ~i ::~;o 
::::; :1.9 :::::6. r.::-"J ::~;Lt':1 (":; 
<) 'I 7 '":ft",i: 7 J, • ... '.:: .. 11 
~5 :1.::'5 :::::B. D 
A crosstabulatior1 of two variables showed that 13% of the 
respondents in Manitoba and 13% of the respondents in 
Saskatchewan reported having relatives with neuromuscular 
disorders and also reported having been unable to obtain 
information they have needed or wanted about whether their 
disorder was inheritied (i.e., the genetic implications of 
their disorder)" HDwever when asked in an Dpen-ended 
question whether there was any information about their 
disorder that they had been unable to find, '7 :~::1 ::::; ~{ C) -f t. h e 
respondents did nDt answer this question at. all and the 
26.7% WhD did respond primarily identified issues about 
located information about, or related to their disorder from 
the sources shown in Table B. 
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Table 13 
Source of Disorder Related Information and Province of 
Residence of Total Respondents (N~'1B) 
SDURCE OF 
I I\lFORlv!AT I ON 
Doct.or(s) 
Net.!I~omuscul ar 
Clinic 
Ot. her· s V'J i t. h 
Neul'·omuscul a.r-
D i f.;CW d el~ s 
Li br·ar·y 
Telethon 
Occupational 
Ther··apiE;t (s) 
!'1ANITOBA 
(~~:: i\j(Jn·-
Respondents) 
# 
16 
21 
10 
6 
1.6 
1f.:) 
:l :t 
::::: 
"7 
"I 
III 
29 .. 6 
11:3.5 
i 1 . i 
:~::9 u 6 
:2 c; It 6 
2c)a if 
::::: n 7 
:t :3; • 0 
El{:;St:::f."~l·CHE!AJ{:;!',i 
(~5 Non···· 
Re~.~pcmdeflts) 
# 
132.7 
313.5 
6 11.5 
4 7u 7 
i.j. 7. 7 
!"] :1. 7. ~~; 
6 1 :!. . c::' .oJ 
7 -')' 1 • 7 
r, 
.. ::. -:r ,_, u 13 
#-
i.j.i.j. 
10 
2() 
::~~5 
17 
,:i 
9 
TOTI-)L 
44.9 
4:1.,,13 
i,/ -:1' 
40 0 It • ..:~ 
10. ~, .,:: . 
~2() It 4· 
...... s::: 
.I::.,_J II 5 
i"7. "!!' .... 1 
!:? " . ..., ...::. 
9. 2 
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Respondents were asked whether or not they or their 
families would be interested in attending large group, small 
group, or individual sessions to learn more about their 
disorder and the services available to help them. The 
number of clients who expressed interest in attending the 
suggested session formats are presented in Table 9. 
Interest in Attending Meetings and Province of Residence of 
Total Respondents (N=106) 
~::; Hl {::I.l]' i~:.1 I ... · C) l.t P 
(11 EO:: t:;:I"I.:: i r"! 1:;; Sj. ~!\i i t. f"l 
Ci "1::. ~"1 f!::·:t j'""' c:: 1 :i. f:: rl t. ~::; 
k j""j c; t.-\!:I. E': c:i ~.:.i E·:·:l E:'\ t] ], (.:~~ 
p f:?! t···· '::1 C) r"! 
"I 
ill 
f.'J::~; 
i:::: '"7 
•••.• : I: .~ 
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were asked if they had ever attended a neuromuscular 
chsDrdl?r clinic;i their responses are presented in Table 10. 
If clients reported that they did not attend a neuromuscular 
disorder clinic, they were asked to indicate the reasons why 
they did not attend. This information is presented in Table 
lL 
Of the clients who have attended a clinic 52.2% in 
Manitoba and 43.8% in Saskatchewan reported dissatisfaction 
with the services they have received. The primary sources 
of dissatisfaction were lack of practical advice for coping 
with day-to-day functional and psychosocial problems, lack 
of knowledge about community services and programs available 
for·· sioci al and med:i.cal f elll oW-··1...1.p b€7)i:ween cl :i.nic 
appointments, amount of time spent at clinic versus amount 
of time actually spent in consultatiDn with professionals, 
~\)ai"l:.: i ng ti mE? b I:::!"i:.: ween cDnsul tl"i:1.ti Clnsi, lack D·f 
consideratiCln for the wDrk and school schedules of the 
client and family when arranging appointments. The pI'·· i mar·y 
positive comment about clinics concerned the ability to see 
a medical team Df professiDnals in one IClcatiCln Dn the same 
day, instead Df the alternative of scheduling appointments 
with each professiClnal such that appointments occurred on 
different days and at different IDcations. ·TWE?nty·· .. ··f i ve 
point five per cent Clf the respondents who have attended a 
clinic report attending once a year, 21.8% attend every six 
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months, 3.6% attend every month, 27.3% attend as needed, and 
21.8% attend according to some other schedule. 
Of those respondents who attend a clinic 49.0% travel 
less than 25 kilometres one way, while 6.6% travel between 
25 and 50 kilometres one way, 10.4% travel between 51 and 
120 kilometres one way, and 34.0% travel greater than 120 
kilometres one way. Broken down by province 20.4% of 
Manitobans who attend clinic travel greater than 120 
kilometres one way, while 48.1% of the respondents who 
attend a clinic in Saskatchewan travel this distance. 
In response to the question, "Do you have a family 
doctor who understands the problems of your condition?", 
31.4% of the respondents in Manitoba and 14.3% of the 
respndents in Saskatchewan responded negatively_ 
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Ti::\ble 10 
Attendance at a Neuromuscular Disorder Clinic and Province 
Residence of Total Respondents (N=106) 
A·lTEND A l"i{:)I\1 I TDBA SASI<('!) TCHELlJAN TOTAL. 
NEUR["WIUSCUL.{~R 
DIBEA~3E CLIj\!IC # ~/~ # % # IX: 
yes :;~3 42. 6 ~~::2 61 1= • ~J L-:'t.-::-• • 1·...1 ;:j 1. . 
no :::::1. 57. 4 2() 3f::su c::: :':51 ·413. ~J 
TClT('!)L. 54 100. 0 ~.5:2 :tOO. 0 106 100. 
Ta.iJle :1.1 
Reasons for Not Attending A Neuromuscular Disorder Clinic 
and Province of Residence of Total Respondents (N=51)* 
1::;:l:~AE';ONS FClf~ NOT 
(.·~·rT[:ND:r. NE; {~ 
CLINIC 
nClt alt~al'"E! C)·f a 
clinic: 
no clinic 
avai I .";;l.bl €-:~ 
cl :i n i c too f .::\Y" 
Ivt{~N I TOBA 
# /:, 
,f·i .... ~ 7:1. 0 .;::.L . 
7 2~'2" 6 
6 1 <:J .. 4 
S{:\GI<ATCHEWAr..1 TOTAL 
~:j: % # % 
1:3 65. 0 ::::;~7j 6E). 
6 :~~;O • 0 :i. ::::; 2511 
.. :~ 
'04'= 1. ~3 • 0 cJ 17. 
<;I 
1. 
0 
6 
5 
6 
not ~:5at i !:~f i ed 
wi th 8;el'··vi c::es 
and st.a·ff 
1 "=!' .... In :;~ '-:r .... s 15. 0 LI· •• ""! ! • 8 
* N~31 for Manit.oba (see Table 10) 
N=20 for Saskatchewan (see Table 10) 
25u () :L~5 .. 7 
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Respondents in Manitoba and Saskatchewan expressed a 
slight preference for receiving .... ~ .. -_.. ... . ....... . ~. ::::. t,::: r \/.L L!'::;! ~::i :i.n 
setting (57.7%) as compared to outside of the home (42.3%). 
Tables 12 and 13 outline the types of medical services 
being received by the respondent population 
.!,. t ...... 1...1 it::} 
funding clients are receiving for their home 
Respondents were asked about their perceptions of 
services that they need, but do not receive. 
coded into categories, which are presented In Table .; i:.::' .1.\ . ..11: 
results show that 30.2% of the respondents believe they 
I··~ .... , .! .. 
i 1; ... .'1 ••• 
the questionnaire, respondents also indicated a need for 
deemed to be needed in this category included financial 
·f en··· 
transfers and lifting, home and yard maintenace, (.:.?; en p :I. C) \/ en i·::,: r"~ '1::. 
training and placement services, and flexible attendant care 
Tabl€'~ 12 
Medical Professionals Being Seen Now and Province of 
Residence of Total Population (N=106) 
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lvjEDICAL 
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BE I NG SEEI\I ND"'J 
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l. ::55 f.H 
· 
2 16 :I.~.'5 • 
.... , 16 ~::. oj t::' J. ••. J u 
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Home Care Services Being Received Now and Province of 
Residence of Total Respondents (N=99) 
(4· !\!C;r1 .... , 
Respondents) Respondents) 
nurse 6 
orderly/attendant 11 
homemaker 10 
physiotherapist 3 
occupational 3 
t. h (.:..~ r" -:::~. j:::i i ":::; t. 
speech therapist 'j .!. 
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63. 
,q." 0 
6" 1. 
'7 r. :1. 
64. 
"T' <'::\b:l. (= :1, if 
Source of Funding for Home Care Services and Province of 
Residence of Total Respondents (N=37'* 
SDUF;:CE DF FUNDING !v!ANITDBA SAf:3K{~ TCHEW("lN TOT(4L 
FDF( !'-lOME CARE 
SER'v' I CEE3 # "j ;, # 'I.. ~* :~ 
I pay 'fol'· som€'0 1 4. 5 :::;: :~~() u (I .' 4 :1,0.13 
I p<i:\y +O!'" al :I. 1 4n 5 0 o. 0 1 ~12u 
jvly 'fi:':lmi 1 y pay!:; 0 o. 0 :2 1. ::::: = :3 ,-, .L c::" ... J I: 
,fol'" somf= 
jvly 
-family pay~~ 0 o. 0 4 :26u 7 4 10. 
,f:OI'" cd 1 
Par't.ial Iy pi::ti d 1 L~ II c:: ,,J 4 2t':> u "7 5 1. ~::." 
fOl r by cH.!tsi de 
""gency 
Total ly ~:j<!:e.i cl f Dr" 20 90. 9 '7 4e:). 7 :2~" '?:~:u 
by (Jutside ~"gency 
* N=22 in Manit.oba (see Table 13, where N=~O minus 213 
respondent.s who are receiving no home care services = 22) 
N=15 in Saskatchewan (see Table 13, where N~49 minus 37 
respDndents who are receiving no home care services = 12~ 
the discrepancy of 3 respondent.s is unclear) 
'7 
4 
13 
r.:o 
~,! 
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Respondents' Perceptions of Services Needed and Province of 
Residence of Total Respondents (N=106) 
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66. 
total of sixteen activity of daily living items we~e sco~ed 
t.e) .1 •.•••••••• tol fJ:::; 
WIth difficulty but without 
special aids but no help, with help f~om someone, unable. 
Table 16 p~esents a functional p~ofile of the ~espondents. 
The ~esults show that 43.2% of the ~espondents conside~ 
themselves as dependent ~equi~ing the aid 
assistance device o~ anothe~ pe~son) in self-ca~e tasks. 
Dependency upon a wheelchai~ o~ othe~ mobility device 
fo~ mobility both indoo~s and outdoo~s IS the case fo~ 66.1% 
of the questionnai~e show that 48.1% of 
~espondents use a powe~ mobility device, while 43.4% use a 
manual wheelchai~ of some type. bome clients may have and 
use both a manual and ~ powe~ mobility device (i.e., 
have a manual wheelchai~ as a backup fo~ when the elect~ic 
mobility device ~equi~es se~vicing o~ ~epal~; 
manual wheelchai~ ove~ sho~t distances o~ indoo~s and a 
powe~ mobility device fo~ longe~ distances o~ 
mobility indicate ·i··i··· ... ···. :.,,1 II:::: 
use a mobility device; this gIves an indication of t:.h:::::: 
amongst the ~espondent population 
se~ves as confi~mation of the level of disability shown 
p~ofile of independence 
ACTIVITIES 
DF DAIL.Y 
L.IVING 
§f~bf.:::::.!';;;f.jJ3g. 
-feedinq 
dn?s~;inq 
bc."\thi nq 
t.oi 1 ~?ti n~~ 
t1~J..f.~.LLIIY 
turninq 
tl'·a.!""lsfeIP·s 
IAlal k em 
level 
climb 
~5t.ai I'·S 
dl'·ive Ci::\f" 
bu!s!ta;.~ i 
HQ.t1f:;.::. 
tLq.!"<tb!G 
shDPP :i. n(~ 
cc)(:)k:i. nq 
hou!:iewor'k 
1 aundl"'y 
t'll.§.G.! .. 
bc:\rlking 
U!5e a 
phone 
Table 16 
Ability to Perform Activities of Daily L.ivinq 
(Manitoba and Saskatchewan Results Combined) 
E?":JSILY 
:1:1: 
101.j· 64 61- .. 5 
1. O::~; :3;6 ::'::~;n 0 
:1.0:1. ::::;~5 ::::;4. 7 
104 40 :3B. l:::-,J 
:1.04 40 ~::;B. 1.".":' ,J 
:1.0:3; ::~;B ::~;I:.) II 'r 
1.04- :3~3 31 u 7 
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1"-16 ''':'I''~' 
.1:"'_: 24·= 0 
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101. 60 ~iC."f • i.!-
ABIL.ITY TO PERFORM ACTIVITIES 
ND HF~L.P 
:~~ :;~ 2:1. 
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: .. ~ 
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1.i.j· 13" 6 0 ("-1 B. 9 :2 
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~~3 ~2211 i :I. .!. 
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B 7. 7 5 
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... ·1 
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\.J II ~~ 4 
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WITH 
AIDS 
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4" 
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:!. a 9 
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6" '1 .L 
~:::4 u 7 
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]" :I. 
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19. B 
* N = number of respondent.s; the variability in the 
number of respondents per activity is due to questions 
that were left out by parents or caregivers representing 
infants and young children with neuromuscular disorders 
for whom all or parts of the question were not 
app 1. i cab 1 (=~ 
67. 
LJNABLE 
4 ":!' '._' II [j 
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68. 
Use of a Mobility Device and Province of Residence of Total 
Respondents (N=106) 
'j .':: I;::: 
J. ..•. ; I: •••• J 
'7::::; II () 
:1.0 :!. '7 
:1.00.0 :1. ()() II () 
To permit determination of whether clients and their 
caregivers are receiving sufficient help Wltn daily living 
activities respondents were asked to choose one of four 
statements that best described their situation (see Table 
Although the majority of clients 
V" ,'::.: r'O (::·,·i \/'j r"! n 
. .~. .... .... ... . ..... ':.' 
next largest category, chosen by 29.'7% of respondents, 
indicated that families and friends need more assistance to 
meet the daily living needs of the respondents. 
t.hE~ 
understanding that clients have about the prognosis of their 
disorder respondents were asked to indicate whether they 
felt they would likely need more or less 
This information is presented in Table :1.9. 
69. 
Perceptions of Help Needed Now and Province of Residence of 
Total Respondents (N=91) 
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Respondents' Perceptions of Help that they will Need in Five 
Years and Province of Residence of Respondents (N=104) 
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70. 
To determine the need for relief for caregivers, 
respondents were asked to indicate whether they were using 
or aware of respite care type services. This information is 
specifically asked to specify that they did not require this 
type of service, if this was the case in their situation, it 
can be said with certainty that the remaining 43.5% of the 
respondents feel that they do need respite care. 
l . ..!.si n(] 
or Ei\ 1:::: ]. (.:.:: ::-:':: () 
Need for Respite Care and Province of Residence of 
Respondents (N=99) 
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71. 
.!.~ .• f}~.!.;;'.:r.": ... ~J}!J ............. V ..~ .................... .t~.~.~J.;t ............ :f..9..C ........... P.P.~J;;J ... ~J..j .. ;~ .. ~.;~t ........ .J::!.P.q.§ .. ~.D.£l.'.! ... ~... Pi ~::; 
indicated in the methodology section results from this 
section of the questionnnaire are not 
::;::1 presents a profile of the assistive devices being ! i -:::;(::::(1 j"'! \/ .... ~ .. '-' .... . ... / 
Table 22 outlines the devices that the 
respondents feel they need. Because most medical 
items in both Manitoba and Saskatchewan are provided by 
provincially funded universal equipment programs, c Ii ent~:; 
who had accessed r··!!· .. ·j"··if'if·· J'::..rf"!{:::. roo' ...• -:.7' ..... ,' ., .. asked to indicate 
level of satisfaction with various aspects of the programs 
difficulty in obtaining their equipment (see Table 24) or in 
arranging repairs (see Table 25). 
72. 
Tablf2 2:1. 
Assistive Devices Being Used and Province of Residence of 
Total Respondents (N=:l.06) 
ASSISTIVE DEVICES 
BE I NG LiE:;ED NDIAl 
!::1!Jl} .. U::.JJ:~y"._._~ Ull=i.L 
f21€:?e:tl'-ic w/e: 
manu21.l w/c: 
1 i ghtlNf.:?i <.;Jht trJ I c: 
I'''ec:l.in:i.ng trJ/c: 
sc o crt. f.:?r" 
pOlAiet''' pal< 
f~ I:' B ~JL. {.~ TIP N _.Bll?..)2.1 .. 
wal kt?r-
e:a.ne 
QB]J::iJJ.f::~J2J.D .. _ .. m~YJ.Dg..§.~._ 
seat :i. nq i f'1::;er .. t 
standi ng ft"',ame 
back bY-acf? 
orthopedic equip. 
~Y2~ TU.f.mQtLJH..:.QP: 
bC':\thseat. 
c: t1mmrJd e 
hydraulic: t.ublift 
1'''aisE~d toilet 
qr" ab bC':\I'''!'::; 
m~.p..f.b". __ ..r::tf.n:I.f.i!;"§f?.f:;_tl_!l._ 
GJl.~?.t::!..LQbltl.l .. 
elee:t.ric: hospit.al 
bed 
mam..\alho~spi tal 
wat.el'-bed 
other type of bed 
T .... ·fclam mattrE~::;s 
al to?Y-nC':\ti nq 
pr'f:'?::;Slil~e pac! 
S:;hf!.~f!::'pskin pad 
Othf:?I'" mat t I'" es!'::; 
bf?d roo ai }, ~:; 
II'J/c c:u~shion 
!:::..I.t:.I.sL..!.~".J3B.t::!.E:.tl_.!:"'. 
I"'!oyel~ :I. i +·t 
other 1i 'ft 
por"c:h :I. j. f t. 
el ev.:~t.or 
van lift. 
B.!; Se) F~[il.QgL ... D_H!..tl.l_ 
I'" esp i I~ .:il'l.:C)F-
chest. P0?!'-cussor 
m..l.c'i::.icm machine 
I:I:;D"UN.l.C ~J:::.._BJ. Dfi..t 
e:ompu.t.f=I'-
environment.al 
ccmtl"'o:l. syst.em 
pF-Gt.f~ct.""·al f:?!~t. 
communication aid 
# 
1· ... 1"'\ 
":: . .1::. 
16 
3 
2 
r~ 
,I::' 
:I. 
o 
7 
1 
9 
10 
.... \ 
.s::. 
:I. 
'1 
J. 
"7 
I 
:I. 
8 
8 
4 
:1. 
5 
4 
o 
::::: 
% 
40 .. 7 
:;;:~9. 6 
0.0 
16.7 
:1. .. 9 
1.6. '7 
:1.8.5 
:3;.7 
1.6.7 
I:::' I:::' 
,_' u ...J 
1.:3.0 
":a' -; 
.":1 h I 
1.9 
1..9 
1~~;. 0 
1.. <:ji 
:l.4.B 
7 .. 4 
1 fl \:1 
I:::' J!!:' W .. W 
r" -:1' 
'I a'':'" 
7.4 
7 .. 4 
0 .. 0 
1.9 
# 
2() 
24 
:l 
o 
":; 
.... 1 
1 
2 
~i 
7 
:t:I. 
1 
4 
4 
o 
7 
"!!" 
',-' 
1 
(l 
"". 
,.J 
::::;B.5 
46.2 
1.9 
0.0 
9.6 
L9 
1:::' f.) 
... J u W 
25.0 
L9 
~;. B 
9.6 
7.7 
7 .. 7 
0.0 
::::: u ~3 
1~:~. ~.'5 
5.B 
:3:. B 
:I. 7 • ~::; 
1n (7 
~~; u f:~ 
:1.] ... 1 
j (~,) 
.. , 
~::." B 
()II () 
:::5 u 8 
9 .. 6 
SuB 
:5 .. B 
1.9 
42 
LI·O 
4 
2 
-, 
i 
2 
'':!'' 
.... 1 
4 
1. 
14 
4 
4 
:1.7 
9 
6 
'7 
4 
4 
6 
TDTP1L 
37.7 
1..9 
6.6 
1.9 
:~::() &; f.3 
::~::: ~3 
1:2u :3 
1 ::::;u 2 
20.B 
L9 
4 .. 7 
lO.4 
5.7 
.9 
2 .. B 
r~:; .. 2 
::~ n }'3 
3.H 
1.6.0 
B. :.=5 
::i" 7 
6.6 
:::::.8 
8u5 
7 .. 5 
~:~: a 8 
:1..9 
73. 
Assistive Devices Needed and Province of Residence of Total 
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Dissatisfaction with Government Equipment Program and 
Province of Residence of Total Respondents 
EQUIPMENT PROGRAM .I.J, ';'1' 
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I -:::I.!...I1 1:::: 
presents a breakdown of the people to whom the respondents 
and theIr families turn when they have difficulty coping. 
The majority (53.H%' 
This 1S consistent with the responses of the only 
10.4% of the respondents who report that they are presently 
involved with any client, parent, or family support groups. 
h j"··lf ... ·.ij:::l\/;:.":tV .... 
•.•...•..•........ :1 obvious interest 
72.6% of the respondents indicated 1"" ~ ... ! {:::;\l ........... 
group meetings for social and recreational, 
educational, and mutual support purposes (see Table 27). 
Clients were asked to rank the importance of a list of 
25 psychosocial issues on a four-point scale (great need, 
some need, no need, don·t know) in terms of whether these 
were pressing needs for themselves and their families. "1'" 1 rlE0 
large number of items combined with the choice of four ranks 
per item produced data that were difficult to interpret and 
determining clients' 
perceptions of their most pressing needs. Ranked importance 
of the items was determined instead from the question 
asked clients to rank their three most pressing needs. 
.j ·i~ 
.!. I ••. 
·· .. ·1 '1 
\;:=. .l •. ~ 
The results of this question are presented in 
76. 
Resources Available During Difficult Times and Province of 
Residence of Total Respondents (N=106) 
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Respondents' Perceptions of their Most Pressing Needs and 
Province of Residence of Total Respondents (N=90) 
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Ranking of Manitoba Respondents' Perceptions of Their Most 
F:' i'''' f':~ '::::. ~::~ i r'! (.:.~i !\! f::: E':: c! ~::. 
1. tl····l .. ···r·. 
!\l!::.l:::.L.i 
1. -improved job opportunities for the disabled 
2. -universal accessibility of public buildings 
3. -more funding for home modifications 
4 -family respite (relief) care 
-a buddy system with clients and families to share 
P it .. C) b ]. l:::':l fn ~::~ 
-better public attitudes towards disabled f')[::.ij"'ln 'j f:::l roo ........ t .. , ..... . 
5. -more funding for equipment 
-improved accessible transportation systems for 
t:. i"'j F::'~ d i ~::; .:t:l. b :l. (.,:,::, d 
-improved educational and job traIning 
6. -a network of parent or client suppport groups 
-someone to represent the concerns of the disabled 
'1::. c:: ~.:;.i c! \/ E:': j .... n en 1:::: r"! t:. 
-, l.. ,. 
.1. t .. l n ... 
-more social and recreational opportunities designed 12.5 
-more accessible housing options 
7. -someone to educate teachers about the abilities of 
children with neuromuscular disorders 
-regular visits by a professional knowledgeable 
about neuromuscular disorders 
8. -expansion of genetic counselling services 
-subsidies for family members to be paid as 
-.:::1, t:. t (.:.::. r"1 c:1 .;'::'j, n t .. :~:. 
9. -someone to educate employers about workplace 
.:::1, c:: c:: f::" ~::; ~::; :i. 1::1 :1. J i t: '~l 
lO.-subsidies for attendant care 
:I. ():: ii· 
:I. ():: iJ. 
ll.-better coordination of existing health ana social 4.2 
~::. E'~ I···· \/ :i. C (':':'1 ::~ 
12.-specialized daycare facilities for children and 2.1 
E:~ c:! u. 1. "i::. ~::; 
-someone to coordinate hospital ana home care 
-death and grieving counselling 
-someone to be liaison between the client and the 2.1 
school or workplace 
80. 
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Ranking of Saskatchewan Respondents· Perceptions of Their 
Most Pressing Needs 
NEED 
1. -universal accessibility of public buildings 
2. -more social and recreational opportunities designed 
for· th(;.? d i sab I (,?d 
-better public attitudes towards disabled people 
3. -more accessible housing options 
-more funding for home modifications 
-a network of parent or client support groups 
4. -more funding for equipment 
-a buddy system with clients and families to share 
pl'·ob 1 em~5 
2:1 .• 4 
16.7 
16.7 
16.7 
14. :~; 
-improved accessible transportation systems for the 14.3 
disabled 
-family respite (relief) care 
5. -someone to educate teachers about the abilities of 
children with neuromuscular disorders 
-improved Job opportunities for the disabled 
6. -improved educational and job training 
-someone to represent the concerns of the disabled 
t.D govt?r·nment 
-subsidies for famIly members to be paid as 
ii:l.t t!?ndant. s 
1.·4:1 ::::; 
1L9 
7. -subsidies for attendant care 7.1 
-better coordination of existing health and social 7.1 
-regular visits by a professional knowledgeable about 7.1 
neuromuscular disorders 
8. -···DthE~I'·· 4.8 
-death and grieving counselling 4.8 
9. -expansion of genetic cDunselling services 2.4 
-someDne to be liaison between the client and the 2.4 
school or workplace 
-someone to educate employers about wDrkplace 
.acce!:5sibil i t.y 
-bet.ter coordination of hospit.al and hDme care 
-specialized daycare facilities for children or 
ac:lults 
:::: u t:i· 
~:? u 4· 
:··· ... c 
~ .• .: i 
1. -universal accessibility of public buildings 
2. -improved job opportunities for the disabled 
-better public attitudes towards the disabled 
3. -more funding for home modifications 
4. -more social and recreational opportunities for 
t, !"'i 1:::: d :i. ~:::. ,:":";'t i::) :I. (~::: c:! 
5. -a buddy system with clients and families to share 
pl···· Ci t:) 1 (,::! in s:; 
-family respite (relief) care 
6. -a network of parent or client suppor~ groups 
-more funding for equipment 
-improved accessible transportation systems for 
t. h ;:,::..~ c:! :i. .::::. ·:":":"t I:::: ]. f::! d 
-more accessible housing options 
7. -improved educational and job training 
8. -someone to represent the concerns of the disabled 
t~ C) q C) \/ (::::1 1"- r'! iTl E·:' r'! t 
-someone to educate teachers about the abilities of 
children with neuromuscular disorders 
9. -subsidies for family members to be paid as 
.;'::1. t.: t 1::::' n d .:':":'1. n t ":::, 
81. 
:t/q·l,··q 
:!.:I.:; :!. 
:t:!.;, .!. 
-regular visits by a professional knowledgeable about 8.9 
neuromuscular disorders 
lO.-subsidies for attendant care 
ll.-expansion of genetic counselling services 
-better coordination of existing health and social 5.6 
::::. (:~~ t· \,/ :i. c:: f::~ ~:S 
12.-someone to educate employers about workplace 
13.-death and grieving counselling ::::: fl ::~; 
14.-someone to be liaison between the client and the 2.2 
school or workplace 
-specialized daycare facilities for children and 
\':':"1. c:! tJ.l t. ':~~ 
-someone to coordinate hospital and home care 
."') .... j 
.l: .. l, .;: .. 
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Thirty-three individual and small group interviews were 
conducted with health-care, voluntary agency, and government 
representatives in Manitoba and Saskatchewan (see Table 32). 
An inventory of the programs and services available to 
persons with neuromuscular disorders in Manitoba 
Saskatchewan was compiled with the information gained from 
t.hf2 inter-vie\l~s" Detailed profiles of each service were 
produced, resulting in the development of a comprehensive 
directory of services for individuals with neuromuscular 
disorders specifically, 
disabilities generally. 
and individuals with phy~s:i. cal 
Each interview with a key informant was concluded by 
greatest problems, and/or difficulties facinq 
clients with neuromuscular disorders living in Manitoba (in 
S':01.~:;I.::atchE~wan) '?iI u If respondents had no experience with 
clients having neuromuscular disorders, then the question 
problems, barriers, and/or difficulties facing clients with 
phYf:5:i. C::,'01.1 1 i vi ng in ManitGba (, :i. n 
These responses were recGred in interview 
notes as they were articulated. 
recorded (see Appendix 10 and 1U. 
Over 100 prGblems were 
From these lists those 
problems that were mentioned by mGre than three individuals 
or groups were extracted. These problems are listed in 
83. 
Tables 33 and 34 with the frequency of mention noted in 
brackets afterward. The purpose of this procedure was to 
reduce the overall number of problems to a more manageable 
size and to categorize the problems under general headings. 
Although the wording of these problems has been condensed 
and modified, their original meaning was preserved. 
'falJI e :::;2 
Key Informants for Agency Survey 
IvlANITOBA 
Department of Education for 
Manit.oba 
-Special Educational 
Consultant 
Vocational Rehabilitation 
F'r"oqrii'\fT'! 
-Chief Program Consultant 
Rehabi Litation Centre for 
Chi ldl",:n, Winllipeg 
-Pediat.ric Neuromuscular 
Team 
(Neurologist, Orthopedic 
Surgeon, Physiotherapist, 
Occupational Therapist, 
Nurse, Biomedical Engineer) 
-separate meetings with 
--I\IE;Lwol og i st 
-Occupational & Physio-
Thel~apist 
Children's Hospital, 
l!<Ii nni P',2C~ 
-Director and Assis'tant 
Director of Rehabilitation 
Services 
Rehabilitation Hospital for 
for Adults, Health Sciences 
Centre, Winnipeg 
-Assistant Director of 
Occupational Therapy Services 
& Senior Therapist, Neurology 
Team 
Manitoba Health, Home Care 
P l'~ 0 9 1'- (':'1. in 
-Program Specialist 
Society for Manitobans with 
Disabilities 
-Senior Supervisor of 
Childrens' Programs 
-Senior Supervisor of Adult 
Pr-ogD.IllS 
-Director of Preschool 
-Director of Wheelchair 
~3€~I'··Y:i. eras 
Manitoba League of the 
Physically Handicapped 
-Provincial Coordinator 
Community Respite Service 
-Coor(jinato~ & Assistant 
COClI'-cli.nat(Jr 
Independent Living Resource 
C!?ntl'-c' 
-Managing DirectClr 
SAf,I<:ATCHEWAN 
Saskatchewan Department of 
Educaticm 
-Educational Consultant, 
Special EducatiCln Branch 
Advanced EclucatiCln and Man-
power Department, Vocational 
RehabilitatiCln for Disabled 
PE-?rH !50rl!S F'!(}Clr~ am 
-Program Manager 
Children's Rehabilit.ation 
Centre, University HClspital 
t3a s k i:'~ t aon 
-Pediatric Neuromuscular Team 
(Neurologist, Social Worker, 
Physiotherapist, Nurse, 
Occupational Therapist) 
-Medical Director of Centre 
-separate meetings with 
-·l\leL\I" 0 I Clg i st 
-Physiotherapist 
Wascana Rehabilitation 
Centr." I'~eqina 
-Senior Occupational 
Therapists, Adult Neurology 
Team 
-Occupational Therapist & 
SClcial WClrker, Pediatric 
Neuromuscular T.,am 
Saskatchewan Aids to 
Independent Living (SAIL) 
PI~C)gl'''am 
-Dil'-ector 
-Depot CClordinator 
Saskatchewan Health 
-Director of Community 
Therapy PrClgrams 
-Manager of Policy Unit for 
Continuing (Home) Care 
PI~Clgr- ams 
Saskatch.,wan Abilities 
COLlnC i I 
-Program Manaqer, VocatiClnal 
F'1"'ogl'-ams 
-Manager, Orthopedic and 
Technical Aids Programs 
-Manager Clf Training Centre 
-Manager of Special Needs 
TranspClrtation (Saskatoon) 
-Director of Handicapped 
F 2\1'- rn~::=r" Si Pro'C)f;] ro' am 
Saskatchewan Voice of th~ 
Handit:appE0d 
-Communications & Advocacy 
IJ+ t: i c:: Eel'-
84. 
85. 
Categories of Problems from Agency Contacts in Manitoba 
1. Clients experience numerous problems in the provision, 
assessment, choice, availability and maintenance of 
medical equipment 
2. Families and clients need self-help, peer support type 
groups, as well as opportunities for counselling from 
qualified professionals (7) 
3. Services available to disabled Manitobans living in 
rural and northern areas of the province are nriC<OIV" r o ' ••••••••• 
comparison to those available in urban areas (6) 
4. There is a shortage of occupational and 
physiotherapists with pediatric expertise In Manitoba 
5. Medical care in the community, as opposed to an 
institution, is underfunded, complex and lacks 
coordination (5) 
6. Professionals foster dependency amongst their clients 
and establish a bureaucratic system of service 
delivery that meets their own needs, rather than the 
needs of the clients and their families (4) 
problems raised by .i .. i .... _ !...! i ~,::.I 
contacts interviewed focused on the following issues: 
... ~ j"s C) LJ. '::::. :L r"j ~~i <: ~::; ) 
·· .. ·!!\l()!· .. · k P 1 ~.!.c:: E:~ (:s) 
-limited programs and services for adolescents (3) 
-transportation (3) 
-financial hardship related to disorder (2) 
-no adult-oriented neuromuscular services and 
E':-:' ::{ 1:] (.:-:.! ro ' t. i '::::. (.::! ( ~:::: ) 
..... f!:~ d !...i. c: E:). tic) r'! ( ~='? ) 
-recreation/leisure I 'j ", '. .!. I 
86. 
ency Contacts In 
1. Clients experience numerous problems in the provision, 
assessment, choice, availability and maintenance of 
meCICa! equipment (18) 
2. Services available to disabled Saskatchewan residents 
::::;11 
living in rural and northern areas of the province are 
poor in comparison to those available in urban areas 
( ':.:.:-' ) 
~= a serious manpower 1 .. • • ..<: ~ .. : ! 
physical and speech therapy personnel in Saskatchewan 
(~.:S ) 
4. Provincial legislation dictates physician domination. 
Assessment and intervention by allied health 
professionals require a medical doctor's referral 
( :,:,::.; :; 
5. Medical and supportive care 1n the community 1S 
underfunded, understaffed, complex and lacks 
coordination (4) 
6. Clients experience financial hardship as a result of 
the higher daily living costs related to their 
disability (e.g., travel costs related to medl=al 
need for costly specialized equipment, 
daily living and medical care, transportation, etc. 
(·4 ) 
The remainder of the problems raised by the professional 
contacts interviewed focused on the following Issues: 
-need for emotional support for clients and 
of ~;':i. fn :i. ], :i. E: ':::; ( ::::; ) 
-transportation costs (3) 
-need for an equipment and information resource 
c:: i:::' r"j t: j .... £.::i ( ::::: ) 
-gaps in the system (3) 
-attendant care (3) 
-accessibility (2) 
'M" (.::.:~ d l..J. c:: .::':';, t. i c::: r"i ( ~::':'~ ) 
..... (."::.:, in l::) ], (J ',;."" fn E,I rl t. ( :'~:: :; 
· .. ··!··1 Cjt.l. !:::.:i. n (:,1 (1,) 
-staffing/manpower (1) 
87. 
The results of the individual assessments are presented 
in sections which correspond to the sections of the client 
Table 35 presents the age 
the clients who participated in the individual 
The age categories in this table correspond to 
the categories used to report data from the client 
Table 36 presents the distribution of the participants by 
t.h;!:?: Manitoba clients 
participated in the individual assessments 14 resided in the 
Winnipeg catchment area; the remaining two resided in 
Central and Eastman regions (regional boundaries correspond 
to provincial health unit boundaries; see Appendix 12) 
.j ···.i· 
.1. ! Saskatchewan clients who 
in the individual assessments seven reSlded in the Saskatoon 
catchment area and five resided in the Regina catchment 
Rosetown-Biggar- Kindersley region ( :1. ) 
Battleford region (4) of Saskatchewan (regional 
health unit boundaries; 
:I. ::::;) " Table 37 presents the distribution 
diagnoses amongst the participants. 
(i hi::: I 1····.1 
'y' E (i i::;~ H 
l:; ..... 1:';;;: 
1 ::::; ..... :L E~ 
Age and Province of Residence of Participants 
in the Individual Assessments (N=33) 
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Sex and Province of Residence of Participants 
in the Individual Assessments (N=33) 
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Diagnosis and Province of Residence of Participants 
in the Individual Assessments (N=33) 
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their diagnosis and to describe what they 
r~rpn~vpr~ were asked 
.... ..... . ... ':.~' ... . ..... .. .. 
if the client was a young child. Responses were scored 
according to the following criteria: 
1 point - knowledge of the name of their disorder 
2 points - above plus knowledge of etiology (cause) 
voluntary muscles 
4 points - above plus knowledge of ...... ./.: I ..... ! 
weakness, severity, and lifespan. 
the thirty-three clients who participated '"I I··· • . !.! ! thE':: 
individual assessments, 11 scored four points, 
3 scored two points .•.•••.•• J <::I,IILi 
In some cases clients and caregivers who had 
knowledge about the disorder indicated that 
interested in learning more about the disorder; 
cases clients specifically remarked that they had no desire 
to know about their prognosis and that they were taking "one 
muscular dystrophy were used to determine 
the functional ability of Table 38 describes 
each of Vignos' stages and indicates the functional level of 
the thirty-three clients assessed. 
() 
::::; 
'j 
J, 
() 
1 i.j. 
•. "~ 
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91. 
Physical/Functional Level o~ the Participants 
in the Individual Assessments (N=33) 
():: () 
::::; 1I () 
()!I () 
VIGNOS STAGE & DESCRIPTION 
1. Walks and climbs stairs 
without assistance. 
2. Walks and climbs stairs 
with aid of railing. 
3. Walks and climbs stairs 
slowly ~~th at~ of railing. 
A Walks but cannot climb 
5. Walks unassisted but cannot 
climb stairs or get out of 
·:':3. C ~"1 .::i, i 1···· I! 
6. Walks only with assistance 
Ci i~" i;\) i t'.!·"l b r" .:'~\ c:: j:.:.:~ :::; :: 
can roll chair and perform 
bed and wheelchair 
activities of daily living. 
Unable to perform bed and 
chair activities without 
9. In wheelchair. 
only with support. 
do only minimal activities 
of daily living • 
activities of daily living 
without assistance. 
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All clients under the age of 18 were attending a 
neuromuscular disease clinic at least once per year. Not 
C'\/E?! .. ·· the age of 18 was attending 
neuromuscular clinic or receiving ongoing medical + c)11 C)i ....... i·····Ltp 
for their disorder. Most clients had a family doctor who 
was available for emergencies and common illnesses. 
was generally poor utilization of 
rehabilitation services either on an outpatient basis in a 
in the home setting. 
assessing therapist"s perception 
included the need for adult neuromuscular clinics and 
liaison between pediatric and adult facilities, as well as 
placement services. 
33 participants (63.6%) required assistance with transfers 
(bed/wheelchair and in/out of 
clients were able to weight-bear and 
transfers required ]. :i. of t:. ,t In 
........... 
.... !!. 
throughout the day to assist with transfers, dressing, and 
other activities of daily living. Because orderly service 
a provincially funded service in Saskatchewan, 
caregivers in this province experienced significant physical 
93. 
ana emotional difficulties in coping with the needs of the 
affected family member for assistance with daily activities. 
In both Manitoba and 
Saskatchewan clients and their caregivers had few complaints 
service or the availability of 
medical equipment from the provincially funded universal 
equipment programs. In several cases clients were surprised 
that questions about their satisfaction with the government 
equipment programs were being asked and wondered wne~ner 
be dissatisfied. Clients who had visited 
provinces where greater selection of equipment is available 
expressed frustration with the lack of choice available from 
their provincial programs. In Saskatchewan several 
indicated concern about pending changes to the universal 
equipment program that would result in service charges for 
equipment and reduced equipment budgets. In 
both provinces the failure of the equipment programs to 
provide lightweight manual wheelchairs was seen by the 
assessing therapist as a disadvantage to the population of 
clients under study, for whom lighter wheelchairs serve as a 
form of therapy as well as a form of mobility and for whom 
the alternative to manual wheelchairs, which ~r~ too heavy 
to push, is a power mobility device. 
Thirty of the 33 clients 
94. 
assessed (90 %) expressed feelings of isolation from friends 
activities in their communities. .l: .. ····.1,.· i : •.. 1i 
this isolation were inability to participate in social 
events due to wheelchair inaccessibility of facilities or 
friends' homes, no time or energy left after dealing with 
the routine imposed by the disability, 
arranging respite WI relief care, and impatience with the 
scene in comparison to the 
tragedy and hardship of 
they would find :i. t. 
professional working in the province, who was 
about neuromuscular disorders, who could be available as a 
support and a resource, and who could arrange or 
group sessions with other clients and parents. 
interview was concluded .:.~ ~::~ k"i n f'! .............. '-;:." 
clients or their caregivers to describe their most pressing 
needs, their biggest problems, and their greatest barriers. 
In every situation clients expressed the need for 
items, such as equipment and physical 
were described in terms of 
rather than In terms of both present and future needs. T I'·', .l.! ! 
most cases clients and their families presented 
coping and emotional difficulties and poor 
their disorder, but they did not identify these issues ~~ 
............... l .... 
i i i;;:.'~-:::tj "::::- :I therapist's perceptions of 
most pressing needs, 
95. 
g~eatest ba~~ie~s included the need to~ family and pa~ent 
counselling on st~ess and g~ief, diso~de~ info~mation, fo~ 
equipment info~mation, 
clients and families. 
pe~ceptions a~e p~esented in the next section. 
,:! .. t.§.t:.f'lr.::.~~~tCi. ... " ... " .. £1..f. ......... "tJJ.i!.? ............. N.§.~~{tg:.~ ............ g.:L ............ GI .. ;L.~ .. [!.t· ... ~.~ ............ t(L.t!:}. ... "' ........... !:~!.§.l~:y.~ .. p.m.\.~1,.2.~.:: .. ~~.( .. :.L~:x~. 
p.J .. !.::~.pr.:.~:t~~r: .. i.?. 
Each of the th~ee tools used in this study concluded by 
asking ~espondents to specify thei~ pe~ceptions of thei~ own 
o~ thei~ clients' most p~essing needs. 
p~essing needs of 
neu~omuscula~ diso~de~s ! .. ,. ···.1 .. · , ; c::. ::::. been const~ucted :i. nt:.ci 
conside~ation th~ee pe~spectives: one, the pe~spective of 
clients who have ~epo~ted on thei~ own situation; +. Il·.if"'j .. ......... :' 
pe~spective of agency ~ep~esentatives who have ~epo~ted on 
thei~ imp~essions of the needs of clients with neu~omuscula~ 
diso~de~s ln gene~al; and th~ee, f~om the pe~spective of 
the health-ca~e p~ofessional who has ~epo~ted on 
neu~omuscula~ diso~de~s. The hei~a~chy is based upon the 
needs p~esented ln each of the lists shows that, 
the p~io~ity assigned to each item is diffe~ent 
the th~ee g~oups, the~e is conside~able ove~lap. 
.. ~: .... \ : .... 
j ;" •• '! 
Table :59 
Hierarchy of Needs According to the Perceptions of 
Clients, Key Informants, & a Health-care Professional 
---..... -._-------------_._--------
Cl_rENTS 
(N=106) 
1. accessibility* 
(56.6%) 
2. parent/client 
sLlpport** 
(30.0%) 
1-
2. 
KEY. INFORMANTS 
(N=33) 
provision, assess-
ment, choice, avail-
abil i ty of eq~ti pment 
(81. 8%) 
poor services for 
clients in rLlral 
& Northern regions 
(39.4%) 
PROFESSIONAL 
(N=33) 
1.. social 
isolation 
(90.0%) 
2" disorder· 
information 
(72.7%) 3. improved job 
opportunities 
fell" the disabled 
(113.9%) 
4. better public 
attitudes towards 
disabled people 
(lB.9%) 
3. parent, 
client, 
family 
support 
3. shortage of rehabilit-
ation personnel (speech, 
occupational, & physio-
therapists) (48.5%) 
5. more social & rec-
reational opportun-
ities for disabled 
(16.7> 4. 
6. family respite care 
(15.6%) 
7. more funding for 
equipment 
(14.4%) 
8. improved accessible 
transportation 
(14.4%) 
*combines need for 
accessibility to 
public buildings, 
need for funding for 
home modifications, 
& need for more 
accessible housing 
** combines need for a 
buddy system for 
clients & families 
to share problems & 
need for a network of 
cl i ent or parent 
sLlpport groups 
(30.3%) 
4. client & 
self-help, emotional 
support, • counselling 
(30.3%) 
·family 
cO~lnsell ing 
aboLlt 
stress, 
grief, 8< 
acceptance 
of disorder 
(45.5%) 
poor medical & support 
services in the 
community 
(27.3%) 
respite 
care 
(45.5%) 
access-
ibi! i ty 
(45.5%) 
adLl1 t ~< 
transition 
clinic 
(45.5%) 
5. (a) vocat i onal 
counselling 
& placement 
(36.4%) 
6. information 
on ~< assess-
ment for 
eqLlipment 
(33.3%) 
attendant 
car-e (33.3%) 
7. better coor-
dination of 
local 
services 
(12.1%) 
funding for 
home reno-
vations 
(12.1%) 
lack of 
peer 
r-elation-
ships(12.1%) 
accessible 
transporta-
tion (12.1%) 
8. life skills 
training 
(9.1%) 
96. 
information about the needs of clients with neuromuscular 
disorders elicited from different perspectives. I r'~ t. h :i. '::::. 
section the results of the study will form the basis for 
possible reasons for the similarities •.••..... .1 .:::i,j ! I..J 
the perceptions of 
clients, agency representatives, and professionals. 
tools and procedures developed 
study were intended to serve as a prototype for the needs 
assessment of clients with neuromuscular disorders in ether 
regions, suggestions will .!.'1 ! 
for revisions to both 
Finally, this section will examine +. ! ... ! f:::= -::::, or' i i f·j \/ 1 .... (.:::1 '::::.1...i.}, t. ::::. :i. r'j .... . .... . ...... ~ .. ..... ,' 
attempt to offer recommendations to asslst 
Dystrophy Association of formulating program 
undertaking advocacy 
staffing requirements on behalf of registered and 
clients in the provinces of Manitoba and Saskatchewan. 
98. 
The hierarchy of needs presented in Table 39 o~ the 
shows that there 1S definite congruence 
1n the perceptions of the three respondent groups in this 
···.i··, .... \1 :.; •• 
':-';=. i .. ': ~ ... : = .• ". = ... t. h f2 c:: :I. :i. (::.: n t:. S 
th{·::: t:.hF:! 
individual assessment show the greatest agreement, 
even here the priority of the needs identified is different. 
Several explanations can De postulated for the different 
•••. j' 
L.I'"f 
respondent groups t.hf:2 
posed to each group asked respondents to 
identify their most pressing needs, the respondents in the 
client survey ranked items in a checklist, 
developed by and known to the health-care professional 
the agency survey were reauired to respond 
to this question tr';:'1 \/ .......... t:.hE: 
grea~er agreement between the ranked needs of the client 
t:.h(·:·:·: 
greater discrepancy between the results of the agency survey 
two tools may be accounted for by the fact 
that in some cases the key informants of the agency survey 
identified the needs of persons with neuromuscular disorders 
only through extrapolation from their 
general needs of persons with physical disabilities. 
99. 
Although the clients represented in the client survey 
were persons with neuromuscular disorders of all ages, all 
the respondents of the client survey were, however, 
Adult clients completed the client survey on behalf of 
and adult respondents completed the client 
survey on behalf of, or together with their children, who 
are registered clients. Represented in the responses of the 
client survey are, therefore, the life issues Dr adaptive 
tasks that have become internalized and that have become 
priorities of concern to the adults who completed the 
Each adult respondent completed the client survey 
j •••• •• ~ ...... ; r o, 
t .. !·::::,::::-.1. ::::. life's situation, incorporating his 
unique needs and goals as a client, parent or caregiver. An 
examination of adult 
developmental stages may offer additional insight into the 
needs identified from the client survey_ 
The literature on lifelong learning suggests that past 
experiences are a factor in learning and that learning 
occurs throughout life 1n response to experiences that 
encourage further development; it also suggests 
., r o ' 
.!. :::~ 
external pressures of experience, and that experience is the 
essential component 1n the learning an adult does 
The implication is that the most 
effective learning content and processes are ones which are 
consistent with and supportive of the individual's current 
100 . 
• !~ i. .. ' ... 
1,.,i It'::: is able to accept 
responsibility for his own learning through self-reflection 
and self-direction or whether the learner relies on an 
external change agent. 
The medical model has traditionally viewed the patient 
as a passIve recipient of health-care services or treatment. 
reactive relationship with health-care providers. 
towards deinstitutionalization and community living for the 
disabled has made obsolete the traditional 
passive patient and family in the hands of the hospital or 
institution being shaped by the medical community; 
emerged instead is the notion of the family and client on 
directing their own care and advocating 
for their own needs. Adopting terminology from the field of 
it would not be difficult to envision the 
characteristics of 
V··,::.'x.::::., .. it·il .. ·;f'ii: .... ·j n1-··::::. 
• • ....... 1" ..................... •• ~ 
in this study have by the nature of their roles as 
experiences, and by the nature of their close liason with 
the health-care community identified needs that are similar 
to those identified by professionals. 
Another factor that may have affected on the results of 
101. 
the client survey is the impression given to the respondents 
that their input would have a direct bearing on the planning 
and implementation of programs to meet 
message was clearly communicated 
included in the mailing of 
first step in the planning process requires an awareness of 
the need to change something (Brundage & MacKeracher, 1980), 
respondents were likely determined to selze the opportunity 
given to them to express their views about their own and 
their family's needs. Completion of the survey was probably 
seen as a rare chance for clients to participate in the 
shaping and development of programs ano services that would 
help address their unmet needs. 
The discrepancy ln the ranking of needs identified by 
survey respondents and by professionals may be the result of 
respondents' identification of felt needs, as opposed to 
the results of the • • • ,. u InC!l\ilC%U.Ei1 . .i. 
tendency of clients t.e) +- ;:.,,: r", n'i h 'I !~',"'I ........ ":.'1'" .•.... , .... 
items and immediate concerns as their 
These needs, although accurate representations 
of need at one level, in some cases seen by the 
professional as symptoms of more significant, underlying, or 
the real needs were, however, no~ apparent ·i~ ,"-. : ... :, •• 1 
In the health-care professional's 
estimation, overwhelmed by the emotional and the physical 
v~ [;:'1 n f" 1:-::: .;:::. i:::: n .~ . . : .... 1 +. '1 .... / i:':': c:: . 
..... ; ....................................... . 
.... , ........ , 
~::~! ! ~ .. ! 
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hf.~'::tl t.h··-cal'"e p!'"o'f ess:ii (Jnal to 
different.iat.e bet.ween real and sympt.omatic needs 
object.ively and, consequent.ly, rat.ed these different.ly on 
t.he hierarchy t.han the symptomatic needs identified and 
ranked by the clients themselves. 
Finally, the design of the client. questionnaire may 
have contributed both to the needs identified by client.s and 
to the variation seen in the weighting of needs between this 
tool and the other two tools; this will be discussed in t.he 
The process of undert.aking this needs aSSf.?=;s.:;m(~nt 
project has suggested revisions to the content of the tools 
developed and to the procedure employed in administering 
~=ach tDol .. The following suggestiDns are offered should a 
similar or larger assessment of the needs of a pDpulation of 
persons with neuromuscular disorders be undertaken. 
client survey was of ol...H·ld in thf0 question 
attendance at a neuromuscular disorder clinic. Th:i.!::; 
qUf."~st i on asked, "I···lave YC1U E~Vf?l~ a.t t.end ed ,:t neUr"0I"Y11 ... lsculal'·· 
di sor'del'" C]. :i. n i c? " it t.he response choices provided were 
eithel'" "yes" Ol~ " nC)" " I·f cli(;:~nt.s cho:se t.1·1<? "no" !~0"?spDnse, 
they answered the question, "Why do you not attl'?nd a 
c:1 in:i.c?"" UnfCII,··tuna.tt:?l y, these questiDns fail to provide 
103. 
information that differentiates between the number ot 
clients who have attended a neuromuscular disorder clinic ln 
the past, but do not attend now, and the number of clients 
who continue to attend a clinic. In addition the questions 
in their present format do not provide insight :i. r··, t:. 0 t:. 1··1 E' 
reasons why the former group 'j j"')r"j j"'j j:::=V" ,.' ........ :: ..... . attend a clinic. 
solution to this oversight would be to include two separate 
information about whether people have ever attended a 
and a second, that indicates whether they attend 
All clients who do not presently attend a clinic would 
be asked to indicate why they do not attend. 
The final section of the survey asked clients to rate a 
list of 24 issues (plus spaces for 
covered by the list) as pressing needs for themselves and 
Rating involved determining whether each 
item on the list was an issue of great need, some need, no 
need, or unknown need Having completed this 
task, clients were then asked to choose their three most 
pressing needs from the list and to rank them from highest 
Given the size of the sample only the second 
part of the task yielded meaningful data that could be used 
t:. C) .... r = .• ..l·T It 
is possible that a larger sample would generate useful 
from the question in its present format; t.hE: 
question 1S complex and may yield an improved response rate, 
104. 
if reduced to only the second portion of its current format. 
In addi t:i. em, several of the issues could be combined to 
reduce the overall length of the list (e.g. subsidies for 
attendant care and subsidies for family members to be paid 
a~; i.:~.tt.t::!ndants; a network of parent or client support groups 
and a buddy system with clients and families to share 
pr-oblE~ms; universal accessibility of public buildings, more 
funding for home renovations, and more accessible housing 
C)P t :i. (In f':;) .. 
sti~uctul'··e. 
A dilemma regarding this question concerns its 
A question that provides respondents with issues 
and instructs them to rank these issues may preclude the 
gE!nE~!'" at i c)n Df issues nDt on the list; it may restrict 
creativity Dr contemplation of issues that better reflect 
the respDndents true prDblems and needs; and :i t rnc:iY bE~ ,. the 
t?c:iSY way out" .. On the Dther hand a question that is 
cDmpletely Dpen-ended may generate very little data, if 
respondents are unwilling Dr unable tD undertake the 
cDntemplation necessary tD respond to such a questiDn. This 
was borne out by the structure Df this questiDn, which was 
partially open-ended, 
beyond the 24 offered; 
allowing clients tD generate issues 
hDwever, the majDrity of respondents 
did nDt add tD the 24 issues listed. Al thr.lugh Dthel'-
questions embedded in the survey also provide an indication 
Df the respDndents' needs, this questiDn presented the best 
avenue of comparisDn of clients' self-perceived needs with 
information abDut needs generated by the other tools. 
105. 
yield information that would serve three purposes in the 
needs assessment process: firstly, to generate 
about the services available to clients and the utilization 
of these services In each province; secondly, to elicit 
information from agency representatives about the needs of 
clients with neuromuscular disorders; and thirdly, to allow 
available services 
perceptions of gaps In service or services not available to 
meet their needs. 
Problems associated with the agency survey were that 
most of the agencies surveyeo did not maintain statistics 
that reflected the number of clients with neuromuscular 
disorders covered d:i. d nCJt. 
sufficient experience serving this client group to provide 
information about specific needs beyond those obvious for 
any group of clients with physical disabilities. It: 
likely that the former problem would be true In any area of 
the latter problem may, however, have been 
specific to the region 
historically low profile of The MDAC and the lack of 
health-care professional staff in these provinces to provide 
n r- C"! .. ~: i·::~ -:::: .. :::: .. j ("') 1"""$ .::') 'I to.. . .......................... M •••• 
Administration of the agency survey phase of the needs 
assessment was both costly and labour intensive, 
106. 
travel by the primary researcher to each province in order 
the agency representatives. 
to a mailed surveyor telephone 
format, should a study of this type be undertaken 
Clearly either alternative has its own advantages and 
disadvantages that 
choosing one or the other format. 
I!:1~ ....... J .. !::l.~.t.~ ... Y...t.sJJ::!:.~~\J ........ O.2?.EE:.§~.?~.2.m.f#..!.}.t.e." (.:i d i"n:i. r'! :i. ~,,; t. j .... ,,3. t. :i. 0 n c .j: t.I···; f:~ :i. r'; c!:i. \/:1. c:l L\ i::\ 1 
assessments was also .......... i -:::I.i iLl 
these assessments 
important data about real needs that could not have been 
ascertained through a more indirect process. 
. ...... ;:: 
:' •• J! 
the needs assessment should be examined before undertaking 
future studies using this tool. Firstly, the size of 
33 clients was manageable for 
should this project be undertaken on a national scale, it 
may be necessary to employ several 
undertake training to ensure interrater reliability. 
The participation of parents or caregivers during the 
assessments proved to be a problem that was not anticipated. 
It had been decided that input from family members and 
b'/ 
desirable, but in several instances the issues raised by the 
interview were beyond ~:::. C .. t'i r''j i:::~ ........ ····1-· .... t.,:;!.·::".k 
·1···; ... , ....... . 
1_ •• to il!;:.:": 
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of having to help you with your daily living tasks? I,::::. it. 
hard on them physically? Emotionall 
parents or caregivers in the room during the assessment 
rolled their eyes and shook their heads, glvlng 
cues that the nature of the problem was much more complex 
than the client had indicated. Where possible these issues 
were explored during the 
.! .. ! ...... . Ll II::;: the interview were so complex 
it was not possible 4··.···· . .... : .... ~ to a good understanding t:.ht::} 
needs of the taml!y unit. A procedural suggestion would I •.• ...• Ui;::: 
to structure the individual assessments into three phases: 
part one, a physical/functional examination and c:i :i. ::~. c:: !...I. :::~ ~::. :1. C) n 
with the client only present; 
discussion with parents or caregivers; 
discussion and wrap-up with co~n client 
assessments performed for 
on average one to one and 
additional half hour for the suggested format would probably 
recommendation for , ...... r:: 1, .. ,1; J., l ...... . Li jj::.~ 
assessment tool concerns new information available about the 
relationship between upper and lower extremity strength and 
:i. r·, patients with neuromuscular disease. 
Fowler, Lieberman and Carson 
108. 
reported that measures of lower hnrlv 
---I function UI strength 
may be used as a substitute for upper extremity measurements 
in drug trials in which global effects are expected, but 
that the two measurements are not equivalent when evaluating 
an individual's clinical status. They suggest the use of 
both the Vignos' lower extremity functional scale <used in 
the individual assessment) and Brooke's upper extremity 
functional rating scale (see Figure 7) for evaluation of the 
functional abilities of patients with Duchenne Muscular 
Dystrophy and other neuromuscular disorders. Inclusion of 
the Brooke upper extremity scale in the individual 
assessment procedure is recommended. 
GRADE 
3 
4 
5 
6 
Figure 7. 
DESCRIPTION OF BROOKE UPPER EXTREMITY SCALE 
Starting with arms at the sides, the patient can 
abduct the arms in a full circle until they 
touch above the head. 
Can raise arms above head only by flexing the 
elbow (Shortening the circumference of the 
movement) or using accessory muscles. 
Cannot raise hands above head 
8-oz. glass of water to mouth. 
L .. ~ 
UUL can raise an 
Can raise hands to mouth but cannot raise an 
8-oz. glass of water to mouth. 
Cannot raise hand to mouth but can use hands 
hold pen or pick up pennies from the table. 
Cannot raise hands to mouth and has no useful 
function of hands. 
Grading criteria for Brooke's upper extremity 
scale (Lord et al., 1987 p. 9) 
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The results of this study point to three 
conclusions that require consideration in the 
pl21.nn i nq <:~.nd d€~vel c:)pmE'~nt C)+ pr"o~lr" a.ms and ~5et""·\1 i c:: E-=~~; fCJ!"· 
cl ients w:i. th neuY"omu::;cul ar' di sC1r"r.lf:-~r··~5 in I"la.n i toba af1d 
!3,::\skatchew<"I.n .. These conclusions are presented in a format 
that addresses the 1'''e~3.1 needs identi'fied, .:\s well t.he 
underlying symptomat.ic needs. It. is important t.o remember 
t I"'! at. the \A.las not tD make 
recommendations abDut specific programs and services that. 
should be develDped, rather to present t.he conclusions of 
t.his study in a format that identifies the priorities that 
should be addressed in t.he planning of programs for this 
pClpul at i Drl .. 
Examination of the 
age ranges Df the client population studied shDws that 
althDugh only Dne-third of the respondents are under the age 
of 19, services fDr persons with neuromuscular disorders in 
both Manitoba and Saskatchewan are primarily oriented to a 
pediatric population. clinics for clients with 
neuromuscular disorders over 18 years of age do not exist in 
either province, resulting in clients over the age of 18 
being followed in pediatric facilities, or, more commonly, 
not receivinq any medical follow-up at all. 
110. 
the adult population 
physical, functional, and medical equipment 
addressed ln a coordinated fashion. 
referrals for vocational counselling, life skills training, 
equipment assessment, home care services, 
rehabilitation services must all be initiated by a medical 
usually a physician 
clients not attending clinics generally are not 
access these services. In contrast clients who do attend a 
expect to be referred to appropriate services that will 
attempt to address these needs. Because the majority of 
young adult and adult clients ln Manitoba and 
regularly attend a clinic Dr other 
nc)t. . ...... ;:: l ..... i 
programs available to them and are, in fact, not aware that 
these programs are even accessible to them. 
G:.9D..(.:.:J .. .!:.:\.~.?.t9n ... Jt ........... 4. ....... ::::.:::: .......... D_~~.§.~.~ ........ :t:g ... " ........ 9.Y.§.r~ .. (;; .. (.:.?'jIl.:~ ....... t:.!:}~~ ............. !;?,,!~r.::.!~.: . .tJ§?'.C .. ::.:.~" .. " ... j:.£?. 
clients and their families in both provinces from typical 
accessibility of homes, public buildings, and transportation 
systems all contribute to the development and fostering of 
.1 •. i ... M_ 
: ... f il;::: increasing physical 
progressive mUSCle diseases parents 
caregivers find themselves unable to recruit relief help for 
111. 
even intermittent oU~lngs. This is a more serious problem 
in Saskatchewan than In Manitoba, where a respite care 
program is available to provide a limited service to 
The need to address the problem of 
isolation is supported by the interest expressed by 72.6% of 
the respondents of the client survey to attending group 
meetings that would focus on social and recreational events, 
information sessions on neuromuscular disorders, and support 
meetings with a professional; this is further supported ! ....... . i..! Y 
the 30.0% of the client survey respondents who ranked the 
need for a buddy system with clients and families to share 
problems and the need for ~ network of client or parent 
support groups as their most pressing need. 
The distribution of clients in Manitoba (see Appendix 
12) is such that 57.4% of the clients reside in the Winnipeg 
catchment area and the remaining 42.5% reside throughout the 
remainder of the rural and Northern regions of the province. 
The distribution of clients In Saskatchewan (see Appendix 
13) is such that 15.4% of the clients reside in Saskatoon, 
T.:ni:::: 
clients reside throughout the remainder of 
Northern regions of the province. Uecause of the wide 
distribution of clients outside of the major 
i t" ~.\j :i. ]. ]. t:. C) .:~,dnr··,'!" •••••••••.•• l'~ •.• 
t:.C) 
participation in social activities and to 
112 . 
...... ,;:: 
I ••• f i 
place of residence are not excluded from future programs and 
services developed. 
about neuromuscular disorders amongst clients, 
professionals, and the general public. 
families require both counselling to deal 
~ith the stress and grief of living with a family member 
i;-J:L th c:c}nd :i. t i c;n 1; 
concerns, such as prognosis, need to be addressed so that 
and the family can adopt a lifestyle and an 
Health-care professionals require 
disorders in order to develop meaningful 
programs, to assess for appropriate medical equipment items, 
initiate appropriate referrals for 
social, educational, career counselling, and other services. 
The general public requires kno~ledge of the abilities of 
the physically disabled, neuromuscular disease client 
improved public attitudes towards the 
disabled and in order to offer their 
efforts for accessible transportation systems, 
public buildings, et cetera. 
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In summary, the results of this needs assessment have 
identified three areas of priority for program planning; 
the needs of the clients with neuromuscular 
disorders represented by this +. Ill ... ·•• ... 1~. ;, •• ~! '1: 
human resource needs necessary to implement and 
programs that focus upon the areas of priority identified. 
b.;i;.Jr.! .. ~.:.t5;~.:t . .i .. .9n .. g.? ....... qt ....... :t!:J~ ..... 1?.t.':::\.9 .. Y. 
This study has examined .. ·· .... c \,./ ! 
registered clients with disorders residing 'I ~ .... . 1, t! 
"" j" ;"..1"(" 
The group of MDAC clients represented a sample of the actual 
population that exists in these two provinces. 
caution should always be exercised when extrapolating the 
results obtained from a study such as this to the whole 
i:.:h.:::i.t. 
characteristics of the non-respondents or the non-surveyed 
population of clients with neuromuscular disorders ln these 
provinces would be different from the sample studied. 
Generalization of the results to clients in other provinces 
nc)-i::. advisable on account ....... 1.: I ..... : 
programs and services available in different regions that 
would have a direct bearing on the needs of clients in these 
The fact that needs are constantly changing suggests 
that the results of this study should only be considered as 
114. 
a snapshot that portrays tne needs of the population under 
study at a particular point in time. The changing nature of 
needs stresses the importance of constant re-evaluation to 
ensure that the programs and services developed continue to 
address needs that actually exist. This has particular 
relevance to a population of people whose needs are changing 
due to the progressive and often terminal nature of 
the present study could be expanded ~w 
examine subpopulations of the original population of clients 
with neuromuscular disorders. Examination of the clients by 
age, diagnosis, number of affected persons per family, 
region of residence would yield interesting information and 
A disappointing consequence of this study was the 
limited use by respondents of 
Because of criticism that the orientation of 
concerning needs tend 1. ...... 1 
perceptions of the providers of services, 
consumers, considerable emphasis was olaced on providing 
respondents with space to express their own views. 
it is possible that the questionnaire offered respondents 
with all the options needed for most of the questions, it is 
more likely that since people respond to questions out of 
115. 
their fund of experiences, that the population surveyed did 
not offer additional comments, because they had no knowledge 
of alternative programs or services needed or wanted. T~ 
of the needs assessment process is to generate 
information about needs from those in ! ...... . U~·::: 
advisable to examine whether the expectations and demands 
placed upon respondents to identify and evaluate ( :1. :: (.:.:.:::: :: 
rank) their own needs is realistic. Research IS necessary 
to determine whether prerequisite knowledge in an area under 
study is required before adults can be considered competent 
to identify and rank their own needs. 
Finally, examination of the developmental stages of ~ 
physically disabled, terminally ill population IS an area of 
theory development suggested by the results of this study. 
Questions to be addressed include whether the developmental 
stages of a special population are different from the stages 
whether transition from 
developmental stage to the next is accelerated by knowledge 
of a fatal prognosis; and whether the self-perceived needs 
~'-. ..... 
~.,,·I 
consistent with their chronological 
their developmental stage. 
methodology for assessing the 
116. 
neuromuscular disorders and to utilize the needs assessment 
measures developed :i.n order to assess the needs of 
population of clients with neuromuscular disorders residing 
in the provinces of Manitoba and Saskatchewan. 
separate assessment tools were developed to generate data 
from different perspectives about the nature and magnitude 
of the human service needs of persons with neuromuscular 
The findings of this study are based on 
disorders as perceived by representatives of human service 
and the needs of persons with neuromuscular 
disorders as perceived by a health-care professional. 
The findings indicated that the perspectives of 
identified by each of the three respondent groups exhibit 
definite congruence, 
<::; i i r" \/ j:::1 \/ 
..... " ........ ... 
assessments showed 
I "i::. IS suggested that the variation 
weighting of the needs identified by each of the respondent 
groups is based upon the identification of felt needs, or 
symptomatic needs, by the clients and the identification of 
real needs by health-care professionals. 
study point to three 
conclusions that suggest changes to the current service 
Neuromuscular disease clinics might be 
C) I'" ~ .. .... .. ' •• ,; ... J-
and supportive services to clients over /::!l"'li:::' C)+ ..... ::; .... 
between families and 
,..<.,.':: 
' •••• 11 
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families and professionals might be encouraged to provide a 
network of supportive services wIthIn the client's com~unity 
and to facilitate overcoming the barriers that 
with participation by the client and family in normal social 
£~ especially important because 
clients' disorders progress, they become more debilitated, 
and the families' 
counselling about the disease process might be offered to 
all clients and their families, health-care professionals, 
and the general public; :L t:. is anticipated that this would 
foster positive adjustment by clients and their families to 
the dlsease process and 
understanding of the disabilities and the capabilities of 
persons with neuromuscular disorders. 
Based on the findings and experiences of this study, .; ·1·· ,:, l •.. 
would be recommended that similar or larger assessments of a 
population of clients with neuromuscular disorders could be 
the tools developed for the purposes of 
this study with 
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Cultural components in response to 
Appendix 1 
Categories of Neuromuscular Disorders 
MUSCULAR DYSTROPHY ASSOCIATION OF CANADA 
REFERENCE FOR CATEGORY - IINEUROMUSCULAR DISORDERS" 
MUSCULAR DYSTROPHIES 
Duchenne Muscular Dystrophy (Pseudohypertrophic) 
Becker Muscular Dystrophy 
Facioscapulohumeral Muscular Dystrophy 
(Landouzy-Dejerine) 
Limb-Girdle Muscular Dystrophy 
(including Juvenile Dystrophy of Erb) 
Myotnic Dystrophy 
(Steinert's Disease) 
Congenital Muscular Dystrophy 
Opthalmoplegic Muscular Dystrophy 
Distal Muscular Dystrophy 
Muscular Dystrophy of Late Onset 
SPINAL MUSCULAR ATROPHIES 
Amyotrophic Lateral Sclet'osis (ALS) Motor Neuron Disease 
Infantile Progressive Spinal Muscular Atrophy 
(Werdnig-Hoffmann Disease) 
Juvenile Progressive Spinal Muscular Atrophy (Kugelberg-Welander Disease)· 
Benign Congenital Hypotonia 
(formerly called Amyotonia Congenita) 
Adult Progressive Spinal Muscular Atrophy 
(Aran-Duchenne Type) 
INFLAMMATORY MYOPATHIES 
Polymyositis 
Dermatomyos His 
Myositis Ossificans 
DISEASES OF PERIPHERAL NERVE 
Peroneal Muscular Atrophy 
(Charcot-Marie-Tooth Disease) 
Friedreich's Ataxia 
Dejerine-Sottas Disease 
Guillain-Barre Syndrome 
DISEASES OF NEUROMUSCULAR JUNCTION 
Myasthenia Gravis 
MYOTONIAS 
Myotonia Congenita 
(Thomsen's Disease) 
Paramyotonia Congenita 
124. 
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METABOLIC DISEASES OF MUSCLE* 
Phosphorylase Deficiency 
(McArdle's Disease) 
Acid Maltase Deficiency 
(Pompe's Disease) 
Phosphofrucktokinase Deficiency 
(Tarui's Disease) 
Debrancher Enzyme Deficiency (Cori's or Forbes' Disease) 
Carnitine Deficiency 
Periodic Paralysis 
*Glygocen storage diseases 
MYOPATHIES DUE TO ENDOCRINE ABNORMALITIES 
Hyperthyroid Myopathy 
Hypothyroid Myopathy 
Myopathies Secondary to Disorders 
of Adrenal Corticosteroids 
LESS COMMON MYOPATHIES 
Central Core Disease 
Nemaline Myopathy 
Mitochondrial Disease 
Myotubular Myopathy 
Malignant Hyperthermia 
OTHER APPROVED DISORDERS 
Infantile Metachromatic Leukodystrophy (or Sulphatide Lipidosis) 
Agenesis of the Curpus Callousum 
Anterior Horn Cell Disease woth Progressive Dementia 
Spinal Cerebellar Degeneration 
Isaac Syndrome (Neuromyotonia) 
Chronic Relapsing Neuropathy 
Familial Ataxia 
Disproportion Congenitale des Fibres 
Multicore Myopathy 
Lipid Myopathy 
Type 1 Muscle Fibre Atrophy and Central Nuclei 
Syndrome Charlevo;x-Saguenay 
Atypical Glycogen Storage Disease of Muscle 
Oculopharyneal dystrophy with distal weakness 
Amyotrophic spinale intermediarie - severe 
Myopathie Syndrome Schwarts-Jumpel 
Syndrome Eaton-Lambert 
Cerebellar Tremor & Familial Ataxia 
Minicore Disease 
Emery-Dreifuss Muscular Dystrophy 
Fingerprint Myopathy 
Fukuyama Type Muscular Dystrophy 
3/9/87 
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Appendix 2 
Cover Letter and Client Survey 
L'ASSOCIATION CANADIENNE DE LA DYSTROPHIE MUSCULAIRE 
126. 
ASSOCIATION 
OF CANADA 
April 16, 1987 
Dear Client, 
The attached questionnaire has been developed to help THE MUSCULAR 
DYSTROPHY ASSOCIATION OF CANADA learn from you, our clients, what people 
with neuromuscular disorders need. The information which we gain will be used by the The 
Association to plan services for clients and their families living in Manitoba or Saskatchewan. 
Your answers are the key to ensuring that the views of you and your family are included 
in our final results. All the information you give will be kept in strict confidence. 
Completing the questionnaire will take about one hour of your time. If you are an adult 
client and are unable to complete the questionnaire personally, please have a relative or friend 
help you. If you are a parent or guardian, please complete the questionnaire for your child. 
If there is more than one person in your household registered as a client, please see that one 
questionnaire is completed for each person. 
Please try to answer all the questions. Throughout the questionnaire there is space to 
add comments of your own. If you have more to say than we have provided space for, you 
may attach a separate piece of paper and label each answer by section and number. When 
you are finished, please put the questionnaire in the envelope provided and drop in the mail 
by April 30, 1987. If you have any questions or if you would like more information, please 
call collect to the Prairies office of the Muscular Dystrophy Association of Canada at 
204-233-0022. 
Thank-you for contributing your time and experience to this important study that will, 
in turn, help determine new services to be made available to you and your family through 
The Muscular Dystrophy Association of Canada. It is our hope that this study will serve to 
reinforce The Association's motto that "ONE STEP AT A TIME, TOGETHER WE 
CAN MAKE IT!". 
Sincerely, 
Lena N.,Cuthbertson 
Client Services Research Coordinator 
Patron 
Her Excellency the Right Honourable Jeanne Sauve, P.C, CC, CM.M., CD., Governor General of Canada 
Son Excellence la tres honorable Jeanne Sauve, CP., CC, CM.M., CD., Gouverneur general du Canada 
Prairie Office (#0043307-11-13) Bureau des provinces des Prairies 
400 Tache Avenue, Suite 306, Winnipeg, Manitoba R2H 3C3 Tel. (204) 233-0022 
~~­
IUSCUlAIlE 
--.-----.--~ MUSCULAR 
~* ASS 0 C I " T ION o F CAN'" D A 
SURVEY OF THE NEEDS OF PEOPLE 
With Muscular Dystrophy and Related 
Neuromuscular Disorders 
living in Manitoba or Saskatchewan 
Who will be completing this questionnaire? 
(check box) 
1. Client 0 
2. Other 0 
Please specify relationship 
to client: __________ _ 
1 
SECTION I: BACKGROUND INFORMATION 
The questions in this section will give us information on your background and how it compares to 
other clients._ 
1. WHAT CITY OR TOWN AND PROVINCE DO YOU LIVE IN? 
City/town: 
Province: 
2. WHAT IS YOUR BIRTHDATE? 
--/--/--
WHAT IS YOUR SEX: (check box) 
1. Male 0 
2. Female 0 
4. DO YOU LIVE ON YOUR OWN: (check box) 
1. Yes 0- PLEASE GO TO QUESTION # 5. 
2. No 0- Please list below the relationship of everyone living with you. 
RELATIONSHIP 
(eg. husband, wife, 
sister, mother, etc.) 
AGE 
5. DO YOU KNOW WHAT TYPE OF MUSCULAR DYSTROPHY OR 
NEUROMUSCULAR DISORDER YOU HAVE? (check box) 
1. Yes 
2. No 
o 
o 
----~ Please specify type: ________________ _ 
6. DO YOU KNOW WHEN YOUR DIAGNOSIS WAS MADE? (check box) 
1. Yes 
2. No 
o 
o 
----~ Please specify year: _______________ -:--_ 
2 
7. ARE THERE OTHER MEMBERS OF YOUR FAMILY WHO HAVE 
MUSCULAR DYSTROPHY OR A NEUROMUSCULAR 
DISORDER? (check box) 
1. Yes D -- Please list below their relationship to you and their ages. 
RELATIONSHIP AGE LIVING NOT LIVING 
WITH YOU WITH YOU 
D D 
D D 
D D 
D D 
D D 
2. No D 
8. ARE YOU THE PRINCIPAL WAGE EARNER IN YOUR HOUSEHOLD? 
(check box) 
1. Yes D 
2. No D 
9. WHAT ARE YOUR SOURCES OF INCOME? (check box) 
1. Salary or Wages D 
2. Long Term Disability Pension D 
3. Federal Disability Allowance (Canada Pension) D 
4. Provincial Disability Allowance D 
5. Worker's Compensation D 
6. Social Assistance D 
7. Unemployment Insurance D 
8. Private Retirement Pension D 
9. Other D 
3 
SECTION II: NEED FOR INFORMATION 
The questions in this section will tell us how easy or difficult it has been for you to get information 
related to your condition. 
1. HAVE YOU BEEN ABLE TO GET THE INFORMATION YOU 
HAVE NEEDED OR WANTED ABOUT: (check boxes) 
Yes No 
1. Your disorder 0 0 
2. Treatment for your disorder 0 0 
3. Where to go for treatment 0 0 
4. Whether your disorder was inherited 0 0 
2. WHERE DID YOU GET THIS INFORMATION? (check boxes) 
1. Doctor(s) 0 
2. Neuromuscular Clinic(s) 0 
3. The Muscular Dystrophy Association of Canada 0 
4. Other People with the Same Disorder 0 
5. Library 0 
6. Jerry Lewis Telethon 0 
7. Physiotherapist(s) 0 
8. Occupational Therapist(s) 0 
9. Nurse(s) 0 
10. Others, please specify: 0 
3. IS THERE ANY INFORMATION ABOUT YOUR DISORDER 
THAT YOU HAVE BEEN UNABLE TO FIND? PLEASE SPECIFY. 
4 
4. TO LEARN MORE ABOUT YOUR DISORDER AND THE 
SERVICES AVAILABLE TO HELP YOU, WOULD YOU AND/OR 
YOUR FAMILY BE INTERESTED IN ATTENDING: (check boxes) 
Yes No 
1. Workshops or Lectures D D 
2. Small Group Meetings with other Clients and Families 0 D 
3. Individual Meetings with a Knowledgeable Person D D 
4. Other D, Please specify: 
5 
SECTION III: NEED FOR MEDICAL SERVICES 
The questions in this section are about the medical services you are receiving, as well as those services 
that you feel you need. 
1. HAVE YOU EVER ATTENDED A NEUROMUSCULAR DISORDER 
CLINIC? (check box) 
1. Yes 0 
2. No o --... PLEASE GO TO QUESTION # 7. 
2. WHERE IS THE CLINIC? 
Name of City: __________________ _ 
3. WHAT IS THE NAME OF THE CLINIC? 
Name of the clinic: _________________ _ 
4. HOW OFTEN DO YOU ATTEND THE CLlNIC?(check boxes) 
1. Every month 0 
2. Every 6 months 0 
3. Once a year 0 
4. As needed 0 
5. Other 0, Please specify: ____________ _ 
5. PLEASE EXPLAIN WHY YOU ATTEND THE CLINIC? 
6. ARE YOU SATISFIED WITH THE SERVICES YOU HAVE RECEIVED AT THE CLINIC? 
(check box) 
1. Yes 0, Please explain why: _____________________ _ 
# 6 continued on next page ... 
6 
# 6 continued from previous page 
2. No 0, Please explain why: _______________________ _ 
What suggestions do you have for improving the clinic? 
PLEASE PROCEED TO QUESTION # 8. 
7. WHY DO YOU NOT ATTEND A CLINIC? (check boxes) 
1. I am not aware of a clinic. 
2. There is no clinic available. 
3. The clinic is too far away. 
4. I am not satisfied with the services and professionals 
at the clinic. Please explain why: 
5. Other 0, please specify: 
o 
o 
o 
o 
o 
7 
8. HAVE YOU SEEN ANY OF THE FOLLOWING MEDICAL 
PROFESSIONALS REGARDING YOUR DISORDER? 
SAW 
IN THE 
PAST 
1. Doctor specializing in nerves and muscles 0 
(Neurologist) 
2. Doctor specializing in rehabilitation (Physiatrist) 0 
3. Doctor specializing in bones (Orthopedic surgeon) 0 
4. Doctor specializing in children (Pediatrician) 0 
5. Nurse 0 
6. Physiotherapist 0 
7. Occupational Therapist 0 
8. Social Worker 0 
9. Person who makes braces and casts (Orthotist) 0 
10. Respiratory Therapist 0 
11. Speech Therapist 0 
12. Others, please specify: 
0 
0 
0 
0 
9. HOW DO YOU TRAVEL TO MEDICAL APPOINTMENTS 
RELATED TO YOUR DISORDER? (check box) 
1. Car 0 
2. Bus o 
o 3. Air 
4. Other 0, Please specify: 
10. HOW FAR MUST YOU TRAVEL TO GET MEDICAL ATTENTION 
FOR YOUR DISORDER? (check box) 
1. less than 25 kilometres one way 
2. between 25 and 50 kilometres one way 
3. between 51 and 120 kilometres one way 
4. greater than 120 kilometres one way 
STILL 
SEE 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
8 
11. WHO ACCOMPANIES YOU TO MEDICAL APPOINTMENTS? 
(check boxes) 
1. A family member 0 
2. An attendant 0 
3. No one 0 
4. Other 0, Please specify: 
12. DO YOU HAVE A FAMILY DOCTOR WHO UNDERSTANDS THE 
PROBLEMS OF YOUR CONDITION? (check box) 
1. Yes 0 
2. No 0 
13. WHICH OF THE FOLLOWING HOME SERVICES DO YOU RECEIVE? 
(check box) 
NUMBER OF 
DAYS PER 
WEEK 
1. Visiting Nurse 0 
2. Orderly or Attendant 0 
3. Visiting Homemaker 0 
4. Visiting Physiotherapist 0 
5. Visiting Occupational Therapist 0 
6. Visiting Speech Therapist 0 
7. Visiting Social Worker 0 
8. Doctor who makes house calls 0 
9. Other 0 
Please specify: 
10. None D-PLEASE GO TO QUESTION # 15. 
9 
14. WHO PAYS FOR ANY OF THE HELP YOU GET FROM A NURSE, A 
HOMEMAKER, OR AN ATTENDANT? (check boxes) 
1. I pay for some of it myself. 
2. I pay for all of it myself. 
3. My family pays for some of it. 
4. My family pays for all of it. 
5. Partially paid for by an outside agency. 
Please specify: 
6. Totally paid for by an outside agency. 
Please specify: 
15. DO YOU FEEL YOU NEED ANY SERVICES THAT YOU DO 
NOT RECEIVE? (check box) 
1. Yes 0 
What services? 
2. No 0 
Why do you feel you need these 
services? 
0 
0 
0 
0 
0 
0 
16. WHERE DO YOU PREFER TO RECEIVE SERVICES? (check 
box) 
1. In my home 0 .. PLEASE GO TO QUESTION # 17 
2. Outside my home 0, Please specify place, ego hospital, 
treatment centre, school, work, 
doctor's office, etc. 
17. HAVE ANY MEMBERS OF YOUR FAMilY OR ANY OF YOUR 
FRIENDS BEEN TRAINED TO DO ANY OF THE MEDICAL 
PROCEDURES, WHICH YOU NEED, SUCH AS EXERCISES, 
SUCTIONING, ETC.? (check box) 
1. Yes 0, Please indicate which procedures and how often they 
assist you with these procedures. 
PROCEDURES HOW OFTEN? 
2. No 0 
10 
SECTION IV: NEED FOR HELP WITH DAILY ACTIVITIES 
The questions in this section are about your daily activities and whether you have any difficulty with 
them. 
1. ARE YOU ABLE TO DO THE FOLLOWING ACTIVITIES? (check boxes) 
1. Feed yourself 
2. Dress yourself 
3. Bathe yourself 
4. Turn yourself 
5. Move from a chair to a bed 
6. Toilet yourself 
7. Walk on a level surface 
8. Climb stairs 
9. Go shopping 
10. Cook a meal 
11. Do light housework 
12. Do laundry 
13. Do your own banking 
14. Drive a car 
15. Use a telephone 
16. Use PUBLIC transportation (not special 
transport for the disabled 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o 0 0 0 
o o ODD 
o o o o o 
o o o o o 
2. DO YOU USE A WHEELCHAIR OR OTHER MOBILITY DEVICE? (check box) 
1. Yes 0 .. Outside only 0 
Inside and Outside 0 
2. No 0 
11 
3. WHO ASSISTS YOU, WHEN YOU NEED HELP WITH YOUR DAILY ACTIVITIES? (check boxes) 
~~0~ 4..0 ~~ <:)'il' ~ ~ ~ ~ ~ ~.;::, -<.: -<...~ ~~ ~~o ~~ ~~ ~ $~ ~o-<... 'v <:)..:)~ <:)..:)q;.~~~ 
1. Family 0 0 0 0 
2. Friends 0 0 0 0 
3. Visiting Nurse 0 0 0 0 
4. A Homemaker or Housekeeper 0 0 0 0 
5. An Attendant or Orderly 0 0 0 0 
6. Others, please specify: 
0 D 0 0 
0 0 0 0 
7. Not applicable, I do not need help. PLEASE GO TO QUESTION # 8. 
4. IF YOU ARE HELPED BY FAMILY OR FRIENDS, HOW WOULD YOU DESCRIBE THE EFFECT 
ON THEM? (check boxes) 
PHYSICALLY EMOTIONALLY 
1. It is not too hard on them. 0 0 
2. It is fairly hard on them. 0 0 
3. It is very hard on them. 0 0 
5. PLEASE DESCRIBE THE DIFFICULTIES FACED BY YOU AND YOUR FAMILY OR FRIENDS 
IN MEETING YOUR DAILY NEEDS? 
6. PLEASE OUTLINE ANY IDEAS YOU HAVE FOR HOW THESE DIFFICULTIES COULD 
BE OVERCOME. 
12 
7. WHICH STATEMENT BELOW APPLIES TO YOU? (check box) 
1. I receive all the help I need. 0 
2. I need a little more help. 0 
3. I need a lot more help. 0 
4. I do not need help, but my family and friends 0 
need help helping me. 
8. DO YOU THINK YOU WILL LIKELY NEED MORE OR LESS HELP 
IN THE NEXT 5 YEARS? 
(check box) 
1. I will probably need a great deal more help. 0 
2. I will need a little more help. 0 
3. I will need about the same amount of help. 0 
4. I will probably need less help. 0 
5. I can't say. 0 
9. DURING THE PAST YEAR, HAVE YOU UTILIZED ANY 
RELIEF OR RESPITE TYPE OF SERVICE THAT ALLOWS YOUR 
FAMILY OR OTHER CAREGIVERS TO HAVE A REST OR VACATION? 
(check box) 
1. Yes 0, Please specify where this relief was provided, how many 
times during the year you used it, and for how long. 
WHERE? HOW MANY TIMES? HOW LONG? 
2. No, I/we do not need this. 0 
3. No, this is not available in my area. 0 
4. No, I have not been aware that this type of service exists. 0 
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SECTION V: NEED FOR SPECIALIZED HOUSING 
The following questions are about your housing needs now and in the future. 
1. ARE YOU CURRENTLY LIVING IN: (check box) 
1. A house? 0 
2. An apartment? 0 
3. An apartment in a special integrated housing project? 0 
4. A rooming house? 0 
5. A group home for disabled tenants? 0 
6. A student residence? 0 
7. A cooperative? 0 
8. A hospital or extended care facility? 0 
9. Other 0, Please specify: 
2. DO YOU NEED ANY OF THE FOLLOWING MODIFICATIONS TO THE PLACE WHERE YOU 
NOW LIVE? (check boxes) 
~/j~%~ ~ ~ ~ ~«; ~ ~Q ~«; ~o~ QO~ ~<v<vQ .;~:~'V 
1. Ramps constructed 0 0 0 0 
2. Handrails installed 0 0 0 0 
3. Doorways widened 0 0 0 0 
4. Elevators or lifts installed 0 0 0 0 
5. Special bath or showers installed 0 0 0 0 
6. Kitchen modified 0 0 0 0 
7. Light switches or outlets relocated 0 0 0 0 
8. Others, please specify: 
0 0 0 0 
0 0 0 0 
0 0 0 0 
3. HOW SATISFIED ARE YOU WITH YOUR CURRENT LIVING SITUATION? (check box) 
1. Very satisfied 0 
2. Fairly satisfied 0 
3. Neither satisfied or dissatisfied 0 
4. Somewhat dissatisfied 
5. Very dissatisfied 
o 
o 
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4. ASSUMING THAT YOU COULD GET ALL THE ASSISTANCE 
YOU NEED, WHICH OF THE FOLLOWING WOULD YOU 
CONSIDER TO BE THE MOST ACCEPTABLE TYPE OF 
-ACCOMMODATION FOR YOU? (check box) 
1. To live alone in my own apartment or home 0 
2. To live with family or friends in a private home or apartment 0 
3. To live with other disabled people in shared accommodation 0 
of 4 to 6 individuals 
4. To live in specially constructed housing with on-site 0 
attendant care 
5. To live with other disabled people in shared accommodation 0 
of approximately 30 people 
6. To live in a nursing home 0 
7. To live in a long-term care hospital 0 
8. Other 0, Please specify: 
Which would be your second choice? (write in number) __ _ 
Which would be your third choice? (write in number) __ _ 
15 
SECTION VI: NEED FOR HEALTH CARE EQUIPMENT 
The following questions are about the equipment that you use and need. 
1. PLEASE INDICATE, IF YOU USE OR NEED ANY OF THE ITEMS BELOW AND WHO 
PAID FOR EACH (check boxes) 
2. Regular manual wheelchair 0 0 0 0 0 0 0 0 
3. Lighweight manual wheelchair 0 0 0 0 0 0 0 0 
4. Ultralight manual wheelchair 0 0 0 0 0 0 0 0 
5. Reclining manual wheelchair 
6. 3-wheeler or scooter 
7. Power pak on a manual wheelchair 
8. Seating insert for wheelchair, 
Please descri be type: _____ _ 
9. Walker 
10. Cane 
11. Standing frame 
12. Back brace 
13. Other orthopedic equipment, 
Please specify: 
14. Grab bars 
15. Bath or shower seat 
16. Commode 
17. Hydraulic bath lift 
18. Raised toilet seat 
19. Manual hospital bed 
20. Electric hospital bed 
21. Waterbed 
22. Other type of bed, please specify: 
23. T -foam mattress 
24. Alternating pressure mattress 
25. Sheepskin pad 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
DOD 0 0 0 o 0 
o 0 0 0 0 0 o 0 ____ _ 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
00000 0 o 0 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 
o 0 0 0 0 0 o 0 ____ _ 
o 0 0 0 0 DOD 
o 0 0 0 0 DOD 
00000 o D.L.==D,--============= 
# 1 Continued on next page ... 
16 
# 1 Continued from previous page '" ,.I, 4.~ ~ -# ~~ ~ ~'i- o\)rij <c ~() ~o ~~ ~" ~" (yv <co\) rij~ o~ o~ 
o 0 ,.I,rij ~ '()'..I;. ,," Ci ~'" ~ () ~ () ~ ~~ ~ v''I: v~ 
o\)rij" <Qo\) <Qo\) <co~ rv~~ ~V~O ~'i-~ ~~ PLEASE 
o~ ~~() ~~ ~() o~ ~rijCi 'l:rij ~rij.;) ~~ SPECIFY: ~ ~ X' <? 0/~ ", 0 
- - ---
26. Other type of mattress, please specify: 0 0 0 0 0 ...... 0 0 LJ 
27. Bed rails 0 0 0 0 0 0 0 0 
28. Wheelchair cushion, please specify: 0 0 0 0 0 0 0 0 
29. Portable Aluminum Ramps 0 0 0 0 0 0 0 0 
30. Hoyer lift 0 0 0 0 0 0 0 0 
31. Other type of lift, please specify type: 0 0 0 0 0 0 0 0 
32. Outside porch lift 0 0 0 0 0 0 0 0 
33. Elevator 0 0 0 0 0 0 0 0 
34. Van lift 0 0 0 0 0 0 0 0 
35. Respirator 0 0 0 0 0 0 0 0 
36. Chest percussor 0 0 0 0 0 0 0 0 
37. Suction machine 0 0 0 0 0 0 0 0 
38. Computer 0 0 0 0 0 0 0 0 
39. Environmental control system 0 0 0 0 0 0 0 0 
40. Device to signal for help, 0 0 0 0 0 0 0 0 
ego Protect-alert 
41. Communication device 0 0 0 0 0 0 0 0 
42. Other equipment, please specify 
0 0 0 0 0 0 0 0 
0 0 0 0 0 0 0 0 
0 0 0 0 0 0 0 0 
0 0 0 0 0 0 0 0 
2. IS OBTAINING EQUIPMENT DIFFICULT? (check box) 
1. Yes 0, Please explain why. 
2. No o 
3. I don't know. 0 
I have not needed any equipment. 
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3. IS IT DIFFICULT TO ARRANGE FOR REPAIRS TO YOUR 
EQUIPMENT? (check box) 
1. Yes OJ Please explain why. 
2. No o 
3. Not applicable. 0 
I do not have equipment. 
4. HAVE YOU EVER REQUESTED FINANCIAL ASSISTANCE FOR 
EQUIPMENT FROM THE MUSCULAR DYSTROPHY ASSOCIATION 
OF CANADA? (check box) 
1. Yes 
2. No 
0--..... PLEASE GO TO QUESTION # 6. 
o 
5. WHY HAVE YOU NOT REQUESTED EQUIPMENT FROM THE 
MUSCULAR DYSTROPHY ASSOCIATION OF CANADA? 
(check boxes) 
1. I was not aware of this program. 0 
2. I have received all of my equipment from other sources. 0 
3. Other 0, Please specify reason: 
6. HAVE YOU RECEIVED ANY EQUIPMENT THROUGH FUNDING 
FROM GOVERNMENT PROGRAMS? (check boxes) 
1. Yes 0 
2. No 0--..... PLEASE PROCEED TO SECTION VII ON PAGE # 19. 
18 
7. PLEASE INDICATE HOW SATISFIED YOU WERE WITH THE FOLLOWING ASPECTS OF 
THE GOVERNMENT EQUIPMENT PROGRAM. (check boxes) 
1. The range of equipment available. 
2. The assessment process to determine your 
need for equipment. 
3. The servicing of equipment 
4 The length of time before you become 
eligible for replacement of equipment. 
5 Other, please specify: 
o 
o 
o 
o 
o 
o 
o 
o 0 0 0 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
o 
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SECTION VII: NEED FOR EMOTIONAL SUPPORT 
The questions in this section are about how you and your family manage and what your most pressing 
needs are. 
1. WHOM DO YOU ANDIOR YOUR FAMILYTURN TO. WHEN YOU HAVE 
TROUBLE MANAGING OR COPING? (check boxes) 
1. Friends 0 
2. Other relatives 0 
3. A~ocial worker 0 
4. A doctor 0 
5. A psychologist 0 
6. A marriage or family counsellor 0 
7. Other people with the same condition and their families 0 
8. o Clergy 0 
9. Staff of The Muscular Dystrophy Association of Canada ' 0 
10. We deal with it on our own. 0 
11. Other 0, Please specify: 
2. ARE YOU INVOLVED WITH ANY CLIENT, PARENT, OR FAMILY 
SUPPORT GROUPS? (check box) 
1. Yes 0, Please specify: 
2. No o 
3. WOULD BE INTERESTED IN ATTENDING GROUP MEETINGS THAT 
FOCUSED ON: (check boxes) 
1. Social and recreational events with other 
clients and their families 
2. Information sessions regarding Muscular 
Dystrophy and other Neuromuscular 
Conditions 
3. Support meetings with a professional to 
guide discussion on feelings and 
problems 
YES NO 
o o 
o o 
o o 
4. Other 0, Please specify: _____________ _ 
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4. HOW WOULD YOU RATE THE IMPORTANCE OF EACH OF THE FOLLOWING AS 
PRESSING NEEDS FOR YOU AND YOUR FAMILY? (check boxes) 
1. Family respite (relief) care 
2. Specialized daycare facilities for children 
and adults 
3. Subsidies for attendant care 
4. Subsidies for family members to be 
paid as attendants 
5. Better coordination of existing 
health and social services 
6. Improved accessible transportation 
systems for the disabled 
7. Universal accessibility of public buildings 
8. A network of parent or client support groups 
9. Someone to represent the concerns of the 
disabled to government 
10. Regular visits by a professional knowledgeable 
about neuromuscular disorders 
11. Someone to coordinate hospital 
and home care programs 
12. A buddy system with clients and 
families to share problems 
13. More funding for home modifications 
14. More funding for equipment 
15. Death and grieving counselling 
16. More social and recreational opportunities 
designed for the disabled 
17. Improved educational and job training 
18. Improved job opportunities for the disabled 
19. Better public attitudes towards disabled people 
20. More accessible housing options 
21. Someone to educate employers about 
workplace accessibility 
22. Someone to educate teachers about the 
abilities of children with neuromuscular 
disorders 
23. Someone to be liason between the client 
and the school or workplace 
o 0 0 0 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
o o o o 
# 4 Continued on next page ... 
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24. Expansion of genetic counselling services 0 
25. Other, please specify: 
0 
0 
0 
5. WHICH OF THE 25 ITEMS FROM THE PREVIOUS PAGE 
(QUESTION # 4) ARE YOUR THREE MOST PRESSING 
NEEDS? RANK THEM FROM 1 (HIGHEST) TO 3 (LOWEST). 
Please record the number of your choice 1. 
2. 
3. 
0 
0 
0 
0 
6. FOR EACH OF THE NEEDS YOU HAVE IDENTIFIED IN 
QUESTION # 5, PLEASE DESCRIBE WHY THESE ARE NEEDS 
FOR YOU AND YOUR FAMILY. 
1. 
2. 
3. 
0 
0 
0 
0 
/ 
*-~ ~-<.. 
<:>0 
0 
0 
0 
0 
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SECTION VIII: COMPLETING THE QUESTIONNAIRE 
Please use the space below to elaborate on any additional needs or concerns you or your family have 
that you would like to bring to our attention. 
THANK YOU FOR YOUR HELP IN COMPLETING THIS QUESTIONNAIRE. 
PLEASE RETURN THIS QUESTIONNAIRE TO THE MUSCULAR DYSTROPHY 
ASSOCIATION OF CANADA IN THE ENVELOPE PROVIDED. 
Appendix 3 
Agency Survey Form 
THE MUSCULAR DYSTROPHY ASSOCIATION OF CANADA 
AGENCY NEEDS ASSESSMENT SURVEY 
NAME OF ORGANIZATION: ___ .~~_~ _____ . 
CONTACT PERSON: _______________________________ __ 
ADDRESS : ___ ~ __ .-_____________________ _ 
TELEPHONE NUMBER: ___________________________ __ 
DATE: __ 
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 
1. TYPES/RANGE OF SERVICES PROVIDED: 
2. ELIGIBILITY FOR SERVICE: 
AGE 
SEX 
FINANCIAL (ie. NEEDS TEST) 
GEOGRAPHIC CATCHMENT AREA 
TARGET POPULATION 
150. 
3. SERVICE PROVIDERS: 151. 
TRAINING/CREDENTIALS 
NUMBER OF STAFF 
AVERAGE CASELOAD PER STAFF MEMBER 
TREATMENT MODALITIES PROVIDED 
CONTINUING EDUCATION OPPORTUNITIES FOR STAFF 
4. FINANCIAL CHARACTERISTICS: 
CHARGE FOR SERVICE: 
FEE SCHEDULE 
ELIGIBILITY FOR THIRD PARTY REIMBURSEMENT 
SLIDING SCALE PROVISIONS 
AGENCY FUNDING SOURCES: 
GOVERNMENT FUNDING 
PRIVATE FUNDING 
CHARITABLE FUNDING 
OTHER FUNDING 
5. ACCESSIBILITY, AVAILABILITY AND AWARENESS OF SERVICES: 152. 
LOCATION OF FACILITY 
TRANSPORTATION SERVICES TO FACILITY 
INTAKE PROCEDURE: 
AMOUNT OF INFORMATION REQUIRED 
HOURS OF SERVICE 
PUBLICITY OF AVAILABLE SERVICES 
6. REFERRALS: 
NUMBER (within standardized time frame) 
SOURCE 
REASONS 
GEOGRAPHIC ORIGIN OF REFERRING AGENTS 
GEOGRAPHIC ORIGIN OF CLIENTS REFERRED 
TEMPORAL PATTERNS OF REFERRALS 
7. CLIENTS ACCEPTED FOR SERVICE: 
NUMBER (within specified time frame) 
DIAGNOSES 
SOCIODEMOGRAPHIC CHARACTERISTICS (age, sex, 
economic status) 
REFUSALS (why service refused) 
8. WAITING LIST: 
NUMBER ON WAITING LIST 
REASONS FOR WAITING LIST 
PROPORTION OF THOSE ON LIST WHO NEVER RECEIVE SERVICE 
9. REFERRALS INITIATED: 
REFERRALS MADE TO OTHER AGENCIES 
PROBLEMS MAKING REFERRALS (ie. transportation, 
finances, language, cultural barriers, accessibility) 
10. PROBLEM AREAS: 
PROBLEM AREAS THOUGHT TO BE OF HIGHEST PRIORITY 
SERVICES INCREASING IN DEMAND 
11. OTHER INFORMATION: 
153. 
Appendix 4 
Individual Assessment Form 
SURVEY OF THE NEEDS OF PEOPLE WITH MUSCULAR DYSTROPHY 
AND RELATED NEUROMUSCULAR DISORDERS 
INDIVIDUAL ASSESSMENT FORM 
INTERVIEW DATE: 
NAME OF REGISTERED CLIENT: 
DIAGNOSIS ON MDAC REGISTRY: 
DATE OF BIRTH ON REGISTRY: AGE: 
NAME/RELATIONSHIP OF OTHERS PRESENT AT INTERVIEW: 
1. WHAT IS YOUR DIAGNOSIS? ____ _ 
2. WHAT DO YOU KNOW ABOUT YOUR DISORDER? 
3. WHAT WAS THE SCENARIO LEADING TO YOUR DIAGNOSIS? (EG. 
WHEN WERE DEVELOPMENTAL MILESTONES ACHIEVED?, WHAT 
SPECIALISTS WERE SEEN?, DID YOU HAVE AN EMG?, A 
BIOPSY?, WHAT WERE YOUR MAJOR DIFFICULTIES?, ETC.) 
4. WHERE DID YOU/DO YOU GET INFORMATION ABOUT YOUR 
DISORDER? 
154. 
5. HAVE YOU OR YOUR FAMILY RECEIVED ANY GENETIC 
COUNSELLING?; WHEN?; WHERE?; FROM WHOM? 
6. WHAT MEDICAL FOLLOW-UP DO YOU RECEIVE IN THE 
COMMUNITY? (EG. GP, THERAPISTS, RN, ATTENDANT, ETC.) 
7. DO YOU ATTEND A NEUROMUSCULAR CLINIC?; WHERE?; HOW 
OFTEN? 
8. WHY DO YOU ATTEND CLINIC? 
9. IN WHAT WAYS HAS THE CLINIC BEEN HELPFUL? 
10. IN WHAT WAYS COULD THE CLINIC HAVE BEEN MORE HELPFUL? 
MORE TIME TO ASK QUESTIONS yiN 
MORE TIME WITH STAFF yiN 
MORE FREQUENT VISITS YIN 
LESS FREQUENT VISITS yiN 
BETTER FOLLOW-UP IN THE COMMUNITY yiN 
BETTER TRANSPORTATION TO CLINIC yiN 
OTHER: 
11. WAS IT PRACTICAL TO FOLLOW THROUGH AT HOME ON THE 
ADVICE GIVEN BY THE STAFF MEMBERS OF THE CLINIC? 
YES 
NO, WHY?: 
155. 
12. VIGNOS STAGE OF MUSCULAR DYSTROPHY (ASSESSED BY OT) 
STAGE #: __ DESCRIPTION: 
13. DO YOU CONSIDER THE FOLLOWING TO BE DIFFICULTIES FOR 
YOU? 
CLIENT'S OT'S 
PERCEPTION 
IMPAIRED AMBULATION 
MUSCULAR WEAKNESS SHOULDER GIRDLE 
MUSCULAR WEAKNESS HIPS AND PELVIS 
POOR HAND FUNCTION 
POSTURE 
RESTRICTED ENERGY AND PHYSICAL 
TOLE~ANCE (COMPARED TO 1 YR. AGO) 
SKIN BREAKDOWN 
RESPIRATORY PROBLEMS I SHORTNESS OF 
BREATH 
SWELLING 
PAIN 
WHERE? __ _ 
14. DO YOU REQUIRE HELP WITH DRESSING? 
WHO HELPS YOU? 
yiN 
yiN 
yiN 
YIN 
yiN 
yiN 
yiN 
yiN 
yiN 
yiN 
yiN 
YIN 
yiN 
yiN 
yiN 
yiN 
yiN 
yiN 
yiN 
YIN 
yiN 
15. DO YOU REQUIRE HELP MOVING FROM YOUR BED TO A CHAIR 
OR YOUR WHEELCHAIR? YIN 
WHO HELPS YOU? 
16. IF YOU ANSWERED "YES" TO #11, PLEASE DESCRIBE YOUR 
TRANSFERS OR DEMONSTRATE A TRANSFER TO ME. 
17. DO YOU REQUIRE HELP GETTING IN AND OUT OF THE 
BATHTUB? yiN 
WHO HELPS YOU? ________ _ 
156. 
18. IF YOU ANSWERED nYES II TO :/I: 13, PLEASE DESCRIBE YOUR 
TUB TRANSFERS OR DEMONSTRATE A TRANSFER TO ME. 
19. WHAT IS THE IMPACT ON YOUR FAMILY OF HAVING TO HELP 
YOU WITH YOUR DAILY LIVING TASKS? IS IT HARD ON THEM 
PHYSICALLY? EMOTIONALLY? 
CLIENT'S PERCEPTION: 
OTIS PERCEPTION: 
20. DO YOU THINK YOU WILL NEED MORE OR LESS HELP IN THE 
NEXT 5 YEARS? 
CLIENT'S PERCEPTION: 
OTIS PERCEPTION: 
MORE/LESS 
MORE/LESS 
21. HAVE YOU EXPERIENCED ANY DIFFICULTIES GETTING MEDICAL 
EQUIPMENT? GETTING EQUIPMENT REPAIRED? REPLACED? 
22. DO YOU CONSIDER ANY OF THE FOLLOWING TO BE 
DIFFICULTIES FOR YOU? 
CLIENT'S OTIS 
PERCEPTION 
RESTRICTED AMBULATION Y/N Y/N 
STAIRS Y/N Y/N 
USING PUBLIC TRANSPORTATION Y/N Y/N 
TRANSFERS Y/N Y/N 
LOW ENERGY LEVEL Y/N Y/N 
ACCESS TO COMMUNITY FACILITIES Y/N Y/N 
LACK OF FAMILY SUPPORT Y/N Y/N 
157. 
23. DO YOU EVER FEEL FRUSTRATED AS A RESULT OF THE 
LIMITATIONS IMPOSED BY YOUR DISABILITY? yiN 
24. HOW DO YOU DEAL WITH THESE FEELINGS? 
25. DO YOUR FAMILY OR CAREGIVERS EVER FEEL OVERWHELMED OR 
FRUSTRATED BY THE CONSTANT NEED TO HELP YOU? 
CLIENT'S PERCEPTION: yiN 
FAMILY'S/CAREGIVERS' PERCEPTION: yiN 
OTIS PERCEPTION: yiN 
26. HOW DO THEY DEAL WITH THESE FEELINGS? 
------------~. --------------------~---------------
27. DO YOU OR YOUR FAMILY FEEL ISOLATED FROM OTHER 
PEOPLE? EG. UNABLE TO PARTICIPATE IN SOCIAL 
ACTIVITIES DUE TO ACCESSIBILITY FOR A WHEELCHAIR, THE 
ROUTINE IMPOSED BY YOUR DISABILITY, INABILITY TO GET 
KNOWLEDGEABLE BABYSITTERS, ETC.) 
28. WHAT RECREATIONAL ACTIVITIES DO YOU PARTICIPATE IN 
OUTSIDE OF THE HOME? YOUR FAMILY? 
29. WOULD YOU BE INTERESTED IN MEETING OTHER CLIENTS WITH 
THE SAME DISORDER TO COMPARE NOTES ABOUT COMMON 
PROBLEMS AND SOLUTIONS? 
YES, WHY?: 
NO, WHY?: 
158. 
30. WOULD YOU BE INTERESTED IN MEETING WITH A 
KNOWLEDGABLE PERSON TO LEARN MORE ABOUT YOUR 
DISORDER? 
YES, INDIVIDUALLY OR WITH MY FAMILY 
YES, WITH OTHER CLIENTS IN A WORKSHOP SESSION 
NO 
31. WOULD YOU FIND IT HELPFUL TO HAVE A KNOWLEGEABLE 
PERSON WORKING IN YOUR PROVINCE AND AVAILABLE BY 
TELEPHONE TO BE A RESOURCE ABOUT YOUR DISORDER, YOUR 
EQUIPMENT NEEDS AND TO TALK ABOUT ANY DIFFICULTIES 
YOU MIGHT HAVE? 
YES, GIVE AN EXAMPLE OF WHEN YOU MIGHT CONTACT THIS 
PERSON: 
NO 
32. HOW DO YOU DEAL WITH QUESTIONS ABOUT YOUR I YOUR 
CHILD'S DISORDER? 
THE NEXT SECTION APPLIES TO PEDIATRIC CLIENTS ONLY 
(PARENTS OR OLDER CHILDREN MAY RESPOND) 
33. IS YOUR SCHOOL FULLY WHEELCHAIR ACCESSIBLE? 
YIN, COMMENTS: 
34. WHO HELPS YOU AT SCHOOL? 
35. HOW DO YOU GET TO SCHOOL? 
36. IS THE ACADEMIC PROGRAM SATISFACTORY? YIN, COMMENTS: 
37. DO THE SCHOOL STAFF KNOW ENOUGH ABOUT MUSCULAR 
DYSTROPHY AND YOUR SPECIAL NEEDS? yiN 
159. 
38. HOW DOES THE SCHOOL VIEW YOUR PROBLEMS? 
EASY I MANAGEABLE I DIFFICULT I OTHER: 
39. DO YOU HAVE FRIENDS AT SCHOOL? yiN 
40. DO FRIENDS COME TO VISIT YOU AT HOME? yiN 
41. DO YOU VISIT FRIENDS IN THEIR HOMES? yiN 
42. HAS THE EXTRA TIME SPENT WITH YOUR DISABLED CHILD 
AFFECTED YOUR RELATIONSHIP WITH YOUR OTHER CHILDREN? 
PLEASE EXPLAIN: 
------------ ----
THE NEXT SECTION APPLIES TO ADULT CLIENTS ONLY 
43. ARE YOU PRESENTLY WORKING? yiN 
44. IF YOU ANSWERED "YES" TO #43, 
ARE YOU SATISFIED WITH YOUR WORK? yiN 
IS YOUR WORKPLACE ACCESSIBLE? yiN 
WHO HELPS YOU AT WORK, IF YOU NEED ASSISTANCE? 
WHAT MEANS OF TRANSPORTATION DO YOU USE TO GET 
TO WORK? 
---,------------------------
DOES YOUR EMPLOYER KNOW ENOUGH ABOUT MUSCULAR 
DYSTROPHY AND YOUR SPECIAL NEEDS? yiN 
45. IF YOU ARE NOT WORKING, COULD YOU PLEASE EXPLAIN WHY? 
---.---- --_._-
----------------
160. 
THE NEXT SECTION APPLIES TO ALL CLIENTS 
46. PLEASE DESCRIBE YOUR MOST PRESSING NEEDS, YOUR 
BIGGEST PROBLEMS AND YOUR GREATEST BARRIERS. 
CLIENT'S PERCEPTION: 
----_._------------
OTiS PERCEPTION: 
----_._--------
_. __ ._----------
-------------
47. DO YOU HAVE ANY OTHER ISSUES THAT YOU WOULD LIKE TO 
BRING TO MY ATTENTION OR ANY QUESTIONS? 
---------_._---_._-_._----
--'--'- -----_. 
------ - --.------
----_.- -- - -.-.-------------
----.- -------------
--- --- -------------------
161. 
Appendix 5 
Letter Confirming Appointments with Key Informants of Agency Survey 
December 29, 1986. 
Dear 
The intent of this letter is twofold: firstly, I would 
like to thank you for agreeing to meet with me on January 
, 1987 at ; secondly, I would like to briefly 
review the purpose of the needs assessment research 
project presently being undertaken by The Muscular 
Dystrophy Association of Canada and the reason why input 
from government, health-care and voluntary agency 
representatives is being sought. 
The Muscular Dystrophy Association of Canada is a 
national, voluntary, health-care organization. The goals 
of the Association are to provide medical and supportive 
services to clients with neuromuscular disorders and to 
finance medical research into the causes and the 
treatments for muscular dystrophy and over 40 related 
neuromuscular disorders. In order to gain information 
about the total needs of clients with neuromuscular 
disorders and their families a research project is 
presently underway in the Prairie provinces of Manitoba 
and Saskatchewan. The information gained from this study 
will be used by the Association to plan for the 
development of services and programs specifically tailored 
to clients living in Manitoba and Saskatchewan. 
The Muscular Dystrophy Association of Canada presently 
provides only very limited services to registered clients 
in the Prairies. This study will develop a strategy to 
address the unmet needs identified by clients, themselves, 
in their responses to mailed surveys, by professionals 
in their assessments of client needs, by interviews with 
service providers, by analysis of resources available to 
clients, and via public meetings with clients. 
162. 
The survey to be mailed to registered clients is currently 
in the draft stage and is being tested and revised for 
distribution in late January. Individual assessments will 
be arranged with a small sample of clients once the 
completed surveys have been returned. Interviews 
with service providers and agency representatives, such as 
yourself, are presently being conducted in order to 
determine what services are currently available to our 
clients, what services are being accessed by our clients, 
and what is the relationship between our organization and 
these other programs. 
Once again I would like to thank you for taking time from 
your busy schedule to meet with me. I have enclosed some 
additional reading material about the study and The 
Muscular Dystrophy Association of Canada, should you care 
to review this prior to our meeting. I am looking forward 
to our meeting and shar ing information about our 
respective programs and services. 
Sincerely, 
Lena N. Cuthbertson, BHSc. O.T.; Dip. O.T. 
Personal Support Services Department 
Epidemiology Research Coordinator 
LNC/ 
163. 
Appendix 6 
Instruction Letter to Pilot Testers 164. 
LASSOCIATION CANADIENNE DE LA DYSTROPHIE MUSCULAIRE 
ASSOCIATION 
OF CANADA 
Thank you for agreeing to participate in an evaluation of a survey type 
questionnaire that is being developed to help The Muscular Dystrophy 
Association of Canada gain knowledge about the needs of clients with 
neuromuscular disorders throughout Canada. The survey in its present 
form is a draft. With your help the survey will be tested. It will then 
be revised for distribution to clients in Manitoba and Saskatchewan. 
Based on the results of the Prairies trial, the survey will again be revised 
for distribution to other regions across Canada. 
Your help is required at this stage to assist us in evaluating the questionnaire 
and in deciding if each of the questions is measuring what it is intended to 
measure. We want your comments and general impressions on everything from the 
cover letter, to the specific questions, the format, the sequence, and the 
instructions. 
Please read through the questionnaire and attempt to answer all the questions. 
When reading and'answering questions, please keep the following checklist in 
mind: 
1. are the instructions clearly worded? 
2. are the questions clearly worded? 
3. are any of the words objectionable? 
4. how do you feel about the length of the survey? 
5. is sufficient space provided to answer all questions? 
6. is the order of items/sections satisfactory? 
7. does the questionnaire and cover letter motivate you to 
complete the survey? 
... /2 
Her Excellency the Right Honourable Jeanne Sauve, P.C, CC, CM.M., CD., Governor General of Canada 
Son Excellence 10 tres honorable Jeanne Sauve, CP., CC, CM.M., CD., Gouverneur general du Canada 
National Office (#0043307-11-13) Siege Social 
150 Eglinton Avenue East, Suite 400, Toronto, Ontario M4P 1 E8 Tel. (416) 488-0030 
... /2 165. 
Your comments can be noted directly on the survey and/or on a separate 
sheet of paper. When completed please return the questionnaire and 
your comments in the envelope provided by January 6, 1987. 
Once again, thank you for your help in testing the enclosed questionnaire. 
Your help at this busy time of year is especially appreciated. 
Sincerely, 
Lena N. Cuthbertson, Dip.O.T.; BHSc.O.T. 
Personal Support Services Department 
Epidemiology Research Co-ordinator 
LNC/mrf 
~Ef I.-
---.6----MISCllAl 
~+k 
ASSOCIATION 
Of CANADA 
Appendix 7 
Letter to Parents Regarding Individual Assessments at The Rehabilitation Centre for Children, 
L'ASSOCIATION CANADIENNE DE LA DYSTROPHIE MUSCULAIRE Winnipeg 
166. 
ASSOCIATION 
May 21, 1987 o f CAN A 0 A 
Dear Parent: 
The MUSCULAR DYSTROPHY ASSOCIATION OF CANADA provides services to persons 
with neuromuscular disorders throughout Canada. In Manitoba our services 
have overlapped with government funded services, such as The Society for 
Manitobans, Wheelchair Services program. The Muscular Dystrophy Association 
of Canada has, therefore, provided only limited services to our registered 
clients who live in Manitoba. We do recognize, however, that you and your 
child may still have needs that are not being met. For this reason The 
Muscular Dystrophy Association of Canada has undertaken a research project 
to study your needs. The information gained from this study will be used 
by The Association to plan services for our clients and their families, who 
live in Manitoba. 
The first part of the research project involves a questionnaire that will 
be sent to all our clients registered, in Manitoba. You have probably al-
ready received this questionnaire in the mail. The second part of our 
research project involves meeting with a small number of our clients to 
confirm the results of the questionnaire. The staff of The Rehabilitation 
Centre for Children in Winnipeg have kindly agreed to allow me to hold these 
meetings during their June 2nd, 1987 Muscular Dystrophy Clinic. As you and 
your child are scheduled to attend this clinic, Mrs. Olga Honeybun has offered 
to schedule about 30 to 45 minutes of time during this clinic for me to meet 
with you. I am interested in hearing your views about the needs of your child and 
your family and any suggestions you may have for meeting these needs. Your 
involvement will ensure that your views are included in the final results of our 
research. All personal information will, of course, be kept in strict confidence. 
Please contact Mrs. Olga Honeybun at The Rehabilitation Centre for Children at 
452-4311, should you be unable to attend this clinic. If you have any questions 
about the session with me, please call collect at 604-732-8799. 
I look forward to meeting with you on June 2nd. 
Sincerely, 
Lena N. Cuthbertson 
C1 i ent Serv; ces Research Coordi natorPatron 
Her Excellency the Right Honourable Jeanne Sauve, P.e., ce., CM.M., CD., Governor General of Canada 
Son Excellence la tres honorable Jeanne Sauve, CP., CC, CM.M., CD., Gouverneur general du Canada 
Prairie Office (#0043307-11-13) Bureau des provinces des Prairies 
400 Tache Avenue, Suite 306, Winnipeg, Manitoba R2H 3C3 Tel. (204) 233-0022 
Appendix 8 
Letter to Parents Regarding Individual Assessments at The Children1s 
Rehabilitation Centre, Saskatoon 167. 
Apr; 1 13, 1987 
Dear Parent: 
The MUSCULAR DYSTROPHY ASSOCIATION OF CANADA provides 
services to persons with neuromuscular disorders throughout 
Canada. In Saskatchewan our services have overlapped with 
government services, such as the SAIL equipment program. The 
MUSCULAR DYSTROPHY ASSOCIATION OF CANADA has, therefore, pro-
vided only limited services to our registered clients who live 
in Saskatchewan. We do recognize, however, that you and your 
child may still have needs that are not being met. For this 
reason The MUSCULAR DYSTROPHY ASSOCIATION OF CANADA has under-
taken a research project to study your needs. The information 
gained from this study will be used by The Association to plan 
services for our clients and their families, who live in 
Saskatchewan. 
The first part of the research project involves a question-
naire that will be sent to all our clients registered in Sask-
atchewan. You will receive this questionnaire in the mail within 
the next two weeks. The second part of our research project in-
volves meeting with a small number of our clients to confirm the 
results of the questionnaire. The staff of The Children's 
Rehabilitation Centre in Saskatoon have kindly agreed to allow 
me to hold these ~eetings during their May 11th, 1987 Muscular 
Dystrophy Clinic .. As you and your child are scheduled to attend 
this clinic, Mrs. Mardell Wolfrom has offered to allow me to 
meet with you for about 30 to 45 minutes in lieu of your regularly 
scheduled social work session with her. I am interested in hear-
ing your views about the needs of your child and your family and 
any suggestions you may have for meeting these needs. Your in-
volvement will ensure that your views are included in the final 
results of our research. All personal information will, of 
course, be kept in strict confidence. 
Please contact Mrs. Mardell Wolfrom at The Children's 
Rehabilitation Centre at 966-1257, should you be unable to attend 
this clinic. If you have any questions about the session with me, 
please call collect at 604-732-8799. 
I look forward to meeting with you on May 11th. 
Sincerely, 
l· ASS 0 C I A T ION 
C AN... 0 I ~ N N f 
Lena N. Cuthbertson 
Client Services Research Coordinator 
~t& 
ASS 0 C I A f I 
Of C .... NADA 
Appendix 9 
. Follow-up Letter to Non-respondents of Client Survey 
L ASSOCIATION CANADIENNE DE LA DYSTROPHIE MUSCULAIRE 
ASSOCIATION 
OF CANADA 
May 26, 1987 
Dear Client, 
Last month a questionnaire was sent to you. This questionnaire was 
developed to gather information about the needs of people, like you, living 
in Manitoba or Saskatchewan, who have Muscular Dystrophy or one of the re-
lated neuromuscular disorders. So far about 50% of these questionnaires 
have been returned to us. 
168. 
If you have already returned the questionnaire, then let me take this 
opportunity to thank you for your input. If, however, you have not yet 
returned the questionnaire, please consider the loss of important information 
that you and your family will not have contributed towards helping to shape 
the direction of services to be offered in your province by THE MUSCULAR 
DYSTROPHY ASSOCIATION OF CANADA. 
Luckily, the schedul e for thi s project will allow us to use the i nformati on 
from all questionnaires returned to us before June 19th, 1987. So --- if you 
have not yet completed the questionnaire, we encourage you to please do so as 
soon as possible. You may contact me at (604) 732-8799 (collect), if you have 
any questions or concerns. 
Please remember your input is the key to ensuring that the views of you and 
your family are included in our final results. THE MUSCULAR DYSTROPHY ASSOCIATION 
OF CANADA is committed to improving services in your province, but we can't do it 
without your help. Remember -- "One step at a time, TOGETHER we can make it!lI. 
J.'~~' 
Lena N. Cuthbertson 
Client Services Research Coordinator 
Appendix 10 
Problem Lists Generated from Agency Surveys in Manitoba 
PROBLEM LISTS GENERATED FROM AGENCY CONTACTS IN MANITOBA 
1. O.T/P.T. in the community are generalists with no 
pediatric experience 
2. O.T./P.T./S.T. not readily available; if available 
lack confidence and expertise in pediatrics 
3. inconsistent service provision in rural areas 
40 majority of therapists working in the community have 
adult and geriatric experience with no pediatric 
O.T/P.T./S.T. training 
5. services for disabled adolescents are lacking 
6. avocational programming is lacking 
7. accessible and low cost housing is lacking 
8. technical aids -- lifts, environmental controls, 
computers -- are not available 
9. leisure transportation services for disabled clients 
13 to 18 years of age are not available 
10. waiting for equipment has been frustrating for parents 
11. parents of older children are resistant to joining or 
forming support groups, but are the clients in most 
need of such psychosocial support 
12. social workers have been unsuccessful in bringing 
together parents of Duchenne Muscular Dystrophy kids 
due to small numbers and distribution over large areas 
13. financial restraint limits the expansion of a 
government funded universal equipment program to 
include all items needed by the disabled 
14. workload for equipment repair staff of the government 
equipment program is too heavy 
15. inability to supply different models and high 
technology wheelchairs due to limited nature of the 
universal equipment program (limited number of 
dollars) 
169. 
16. requests for wheelchair products other than the 
Everest & Jennings models supplied through the 
universal equipment program 
17. difficulty to access specialty clinicians 
(psychologists, O.T., P.T., S.T.) in isolated rural 
and northern areas of the province 
18. specialized services and technical expertise is 
lacking outside of Winnipeg in the provision and 
maintenance of respirators, environmental control 
units, etc. 
19. services for young adults ( who do not want services 
as developed for the elderly) are lacking 
20. lack of back-up services, such as respite; this lack 
places tremendous emotional and physical strain and 
responsibility on family and primary caregivers who 
enable disabled clients to live in the community 
21. delivery of medical service in the community is 
subject to limitations in service, such as horne care 
nurses who are not available during the night, 
weekends, etc. 
22. insufficient funds to maintain adequate staffing 
levels, resulting in delays and reduced service 
23. clients with increasingly complex medical problems are 
being referred for care in the community 
24. adult clients are frustrated with medical services and 
provision of equipment 
25. no central coordination of services, information and 
education exists 
26. adult clients are not attending clinics as no 
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neuromuscular specialty service with experienced staff exists 
27. clients reaching 16 to 18 years of age are not being 
referred from pediatric settings to the adult 
rehabilitation centre due to lack of coordinated 
services and expertise with neuromuscular disorders 
28. public attitudes towards the disabled in the workplace 
are incorrect and restrict access of the disabled to 
gainful employment 
29. specialty services are limited to Winnipeg and Brandon 
30. service providers create needs and thereby create 
their own jobs 
31. medical and technical aspects of clients with 
neuromuscular disorders are well cared for, but family 
coping is very poor 
32. need for patient and parent self-help 
33. funding needed for home modifications 
34. funding needed for adapted transportation for the 
disabled 
35. funding needed to assist with attendance at clinic to 
compensate for parental lost wages 
36. acceptance of diagnosis 
37. working parents have no time or money (lost time at 
work) to attend appointments 
38. peer relationships of children with neuromuscular 
disorders are poor; children need counselling and groups 
39. equipment is available for clients in the horne 
setting, but not in acute care hospitals 
40. shortage of O.T./P.T. manpower to serve the special 
program needs of disabled children 
41. bureaucratic system of professionals meets needs of 
professionals, rather than the needs of the special 
children and their families 
42. programs provided to disabled children in the school 
are educational programs, but not necessarily 
"appropriate" educational programs 
43. clients need help in sorting out avenues to approach 
the complex system of the school board 
44. large geographic area of Manitoba and manpower 
shortages of clinicians (therapists, educational 
consultants, psychologists, etc.) dictates a 
consultative, rather than a direct service model 
45. personal and family counselling is being done by 
unqualified workers (vocational rehabilitation 
counsellors) because no other resources are available 
46. adult services of The Society for Manitobans with 
Disabilities has a mandate that only deals with 
employment; no other needs of disabled adults are 
addressed 
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47* there is a lack of transportation and attendant care 
services during and after the pre-vocationional 
training phase 
48. vocational rehabilitation is more successful in urban 
than in rural areas when clients won1t or can't 
relocate 
49. attendant care services vary across the province; 
clients experience great difficulty accessing 
services in remote areas 
50. dependency of disabled persons on professionals; 
failure to assume responsibility to direct own care 
plan; professionals encourage dependency 
51. lack of choice in equipment needs; only certain 
products are available from the provincial universal 
equipment program 
52. equipment provision and selection requires 
professional input (assessment and prescription); 
disabled clients are not permitted to make their own 
choices or identify their own needs 
53. need for self-directed attendant care 
54. lack of appropriate housing to meet the needs of the 
disabled 
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Appendix 11 
Problem Lists Generated from Agency Surveys in Saskatchewan 
PROBLEM LISTS GENERATED FROM AGENCY CONTACTS IN 
SASKATCHEWAN 
1. equipment choices are limited to models and products 
purchased by bulk tender 
2. there are long delays in providing specialty 
equipment 
3. there are delays of up to several months in providing 
power wheelchairs 
4. equipment can only be replaced, when it can no longer 
be repaired 
5. power wheelchairs must be shipped by truck (buses 
will not carry power chairs and batteries) to the 
SAIL repair depot; in remote areas trucking 
companies travel to Saskatoon or Regina not more than 
once per week or once every two weeks 
6. the teen, young adult and adult programs of the 
Saskatchewan Abilities Council are unable to serve 
rural and even satellite towns greater than 10 miles 
outside of Saskatoon or Regina; this limits the 
avocational programs available to these clients 
7. programs receive funding to carry out assessments, 
but not to provide the assistive devices determined 
via the assessment to be needed (eg. technical aids 
such as computers and environmental control units) 
8. the technology of equipment, such as mobility devices 
and technical aids, changes rapidly; there is a 
dilemma concerning who should fund what, when and 
whether all available options have been considered 
9. there is a lack of funding for staff and equipment; 
ie. voluntary and government funds are more 
frequently given for the construction of new and 
fancy buildings, but no consideration is given for 
the funds required to adequately staff these 
buildings and to provided the equipment necessary to 
do the work 
10. there is a lack of rehabilitation manpower in 
Saskatchewan -- O.T., P.T., S.T. 
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11. vocational rehabilitation programs are only 
successful, if rural and Northern Saskatchewan 
clients relocate to Saskatoon or Regina for training 
and ultimate work 
12. the Saskatchewan Abilities Council branch in 
Saskatoon is the only provider of adapted seating in 
the entire province: all clients living outside of 
Saskatoon must travel to this centre several times 
for measurements, fittings and alterations of 
custom-seating inserts 
13. SAIL does not provide funding for the transportation 
costs of clients who must travel within the province 
for medical attention 
14. there is a need for an information and resource 
centre for equipment and technical aids in 
Saskatchewan 
15. there is a need for an assessment centre for 
equipment and technical aids in Saskatchewan 
16. there is a need for a training centre for equipment 
and technical aids in Saskatchewan 
17. accessibility 
18. transportation for the physically disabled 
19. the training allowance for disabled clients involved 
in vocational. rehabilitiation is approximately $75.00 
per month; hence, there is little incentive to work 
20. there are 
disabled, 
situation 
attitudes 
disabled 
a lack of employment opportunities for the 
in part due to the current employment 
in Canada and in part due to the negative 
of employers towards the physically 
21. poverty of the disabled; this is due to inadequate 
income maintenance 
22. gaps in the "system" render disabled people 
ineligible for services which should be a 
right, egG transportation services equal to 
which able-bodied persons can access 
basic 
those 
23. the special needs and added costs encurred by the 
disabled are not reflected in disability allowances, 
ego disabled people have the same flat rate as other 
people in receipt of social assistance, but disabled 
people have higher costs due to their special needs) 
24. SAIL does not provide all the equipment needed by the 
disabled 
174. 
25. Muscular Dystrophy clients do not qualify for the 
Para Program 
26. the majority of disabled persons move to larger 
centres to have access to medical services and jobs 
27. non-accessible housing 
28. provincial legislation still does not reflect the 
needs of disabled people, ego new supermailboxes are 
not accessible to the disabled 
29. medical and allied health service referrals cannot be 
made by paraprofessionals, only by physicians 
30. according to the def ini tion of el ig ibil i ty of the 
Para Program, Muscular Dystrophy clients are not 
eligible for funding for wheelchair van lifts, ramps 
or electric lifts, hand controls for motor vehicles, 
etc. 
31. provinicial legislation 
disabled, ego the rules 
legislation, not policy 
discriminates 
of the Para 
against 
Program 
the 
are 
32. transportation costs to medical appointments are only 
available to social service recipients 
33. SAIL does not provide 
change i SAIL pol icies 
made by a committee 
(physician) specialists 
a public forum for policy 
are based on recommendations 
composed only of medical 
34. the vocational rehabilitation program relies on the 
school system to provide career counselling to 
disabled students; this is done satisfactor ily in 
city schools, but not in rural schools 
35. attendant care services are available to 
post-secondary school students or trainees only for 
the duration of their study/training period; these 
services terminate as soon as the study/training 
period is completed 
36. referrals to a rehabilitation centre must be 
initiated by a community physician and be directed to 
a rehab centre physician; community therapists 
cannot refer to rehab centre therapists and 
vice-versa 
37. receipt of equipment funded by SAIL takes a very long 
time 
38. finding funding for equipment, if clients are not 
eligible for the Para Program, is a great problem 
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39. placement post-rehabilitation; some clients never 
leave the rehab centre due to insufficient community 
housing options and long-term care facilities 
40. inadequate financial resources exist to develop 
educational programs for disabled students 
4l. inadequate financial resources exist to develop 
educational programs for teachers of disabled 
students 
42. even if enough money existed for programs for the 
disabled, it would still not be possible to recruit 
the specialty clinicians (eg. therapists, 
psychologists, etc.) needed to staff these programs 
43. a dilemma exists about when to recommend technical 
aids -- need vs. want vs. obsolecence 
44. inability to recruit community-based 
(O.T. and PeT.) 
therapists 
45. there is a critical shortage of O.T.ls in 
Saskatchewan (current ratio of O.T.:P.T. is 1:5 
46. community therapists are not involved with rural 
schools 
47. community therapists have virtually no skills in 
pediatrics 
48. clients are not referred to community therapists 
post-discharge for follow-up and encounter 
difficulties as a result of this 
49. therapists cannot engage in a therapy program with a 
client without a physician's referral 
50. SAIL does not supply equipment to level 4 residents 
in special care homes or hospitals 
51. restrictions in dollars and manpower reduce 
availability of attendant care services in the horne 
52. the horne care program provides assistance for 
families, but necessitates strong family commitment 
to participation in the home program; it is not a 
relief program, rather a support program 
53. the fee schedule for home care homemaking and 
personal care is $30 to $250 per month dependent on 
income i this is a burden or restr iction to some 
families 
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54. the expansion of 
needed by clients 
not possible due 
program 
the home care program, although 
receiving care in their homes, is 
to the financial limits of the 
55G home care services limit acute care to urban centres 
56. emotional support is needed for parents and clients 
57. even exceptional parents and clients have difficulty 
accepting the different stages of deterioration of a 
neuromuscular disorder and require more support than 
they currently receive from all sources 
58. because Muscular Dystrophy clients do not have a 
support group of their own, they often are invited to 
attend heterogeneous support groups of parents or 
clients with stable conditions; these groups do not 
prove to be helpful, because the problems of MD 
clients are much more intense as a result of the 
constantly deteriorating nature of these conditions 
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